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General Instructions

Transplant Centers are responsible for submitting recipient baseline and follow-up forms on each
recipient who receives an unrelated donor stem cell transplant facilitated by the National Marrow
Donor Program” (NMDP). The same set of forms are completed regardlessif the stem cell
product is marrow, peripheral blood stem cells (PBSC) or cord blood. The NMDP STAR™
database will assign a 100 series number for forms completed for marrow, 500 series number for
forms completed for PBSC, and 600 series number for forms completed for cord blood.
Following is acomplete list of the recipient baseline and follow-up forms and the time points at
which each form becomes due and past due.

Form 1D and Description Date Form Becomes Due/Past Due

Form 120, 520, 620 v8 — Recipient Baseline and Transplant Data | Date of transplant
Past due 60 days after the
transplant date

Form 120, 520, 620 — Disease-specific Inserts Date of transplant
Insert | v2 — Acute Myelogenous Leukemia Past due 60 days after the
Insert Il v2 — Acute Lymphoblastic Leukemia transplant date

Insert 111 v2 — Chronic Myelogenous Leukemia (CML)
Insert IV v2 — Other Leukemias

Insert V v2 — MyelodysplasiadMyel oproliferative Disorders
Insert VI v2 — Multiple Myeloma

Insert VIl v2 — Other Malignancy

Insert VIII v2 — Aplastic Anemia

Insert IX v2 —Hodgkin and Non-Hodgkin Lymphoma
Insert X v1 — Severe Combined Immunodeficiency (SCID)
Insert X1 v1 —Wiskott Aldrich Syndrome (WAS)

Insert X111 v1 — Leukodystrophies

Insert X1V v1 — Mucopolysaccharidoses and Other Storage
Diseases

Insert XV v1 — Chediak-Higashi Syndrome

Insert XVI v1 — Hemophagocytic Lymphohistiocytosis
Insert XVII vl — X-Linked Lymphoproliferative Disease

Form 580 v2 — Transplant Center PBSC Product Analysis
Eorm AN vl — Cord Rland | Init S innloment
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Form 1D and Description Date Form Becomes Due/Past Due

Form 130, 530, 630 v9 — 100-Day Follow-Up Visit of Recipient | 100 day anniversary of transplant
Past due 120 days after the 100 day

anniversary

Form 130, 530, 630/ 140, 540, 640 Disease-specific Inserts | * 100 day anniversary of transplant
and I  Six month anniversary of

Insert | vl — Severe Combined Immunodeficiency (SCIDS) transplant

Insert 11 v1 — Wiscott Aldrich Syndrome (WAYS)  Oneyear anniversary of

Form 130, 530, 630/ 140, 540, 640 / 150, 550, 650 Disease transplant

Specific Insert 111 _ _ « Two year anniversary of

Insert 111 v1 — Post-Transplant Information for Hodgkin and transplant

Non-Hodgkin Lymphoma Past due 120 days (100 day report)
Form 130, 530, 630 Disease Specific Inserts V and VI or 90 days after the transplant

Insert V v1 — Leukodystrophies 100-Day Follow-Up Visit of anniversary date
Recipient
Insert VI v1 — Mucopolysaccharidoses and Other Storage
Diseases 100-Day Follow-Up Visit of Recipient
Form 130, 530, 630/ 140, 540, 640 Disease Specific Inserts
VIII, IX and X
Insert VIII vl — Chediak-Higashi Syndrome Post-Transplant
Follow-Up Form
Insert IX v1 — Hemophagocytic Lymphohistiocytosis Post-
Transplant Follow-Up Form
Insert X v1 — X-Linked Lymphoproliferative Disease Post-

Trancnlant Enllowil In Earm
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Form 1D and Description

Date Form Becomes Due/Past Due

Form 140, 540, 640 v6 — Six Month to Two Y ear Follow-Up
Visit of Recipient

 Six month anniversary of
transplant

e Oneyear anniversary of
transplant

e Two year anniversary of
transplant

Past due 90 days after the

transplant anniversary date

Form 130, 530, 630/ 140, 540, 640 Disease-specific Inserts |
and Il
Insert | vl — Severe Combined Immunodeficiency (SCIDS)
Insert Il v1 —Wiscott Aldrich Syndrome (WAS)
Form 130, 530, 630/ 140, 540, 640/ 150, 550, 650 Disease-
specific Insert 111
Insert 111 v1 — Post-Transplant Information for Hodgkin and
Non-Hodgkin Lymphoma
Form 140, 540, 640/ 150, 550, 650 Disease-specific Inserts V
and VI
Insert V v1 — Leukodystrophies Annual Follow-Up Visit of
Recipient
Insert VI v1 — Mucopolysaccharidoses and Other Storage
Diseases Annual Follow-Up Visit of Recipient
Form 130, 530, 630/ 140, 540, 640 Disease-specific Inserts VI,
IX and X
Insert VIII v1 — Chediak-Higashi Syndrome Post-Transplant
Follow-Up Form
Insert IX v1 — Hemophagocytic Lymphohistiocytosis Post-
Transplant Follow-Up Form
Insert X v1 — X-Linked Lymphoproliferative Disease Post-

Tranenlant Enllowil In Earm

Y early anniversary of transplant
Past due 90 days after the
transplant anniversary date
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Form 1D and Description Date Form Becomes Due/Past Due

Form 150, 550, 650 v3 — Y early Follow-Up for Greater Than Starting year three, every transplant
Two Y ears Post-Transplant anniversary date

Past due 45 days after the
transplant anniversary date

Form 130, 530, 630/ 140, 540, 640/ 150, 550, 650 Disease- Y early anniversary of transplant
specific Insert 111 Past due 45 days after the
Insert 111 v1 — Post-Transplant Information for Hodgkin and transplant anniversary date

Non-Hodgkin Lymphoma
Form 140, 540, 640/ 150, 550, 650 Disease Specific Inserts V
and VI
Insert V v1 — Leukodystrophies Annual Follow-Up Visit of
Recipient
Insert VI v1 — Mucopolysaccharidoses and Other Storage
Diseases Annual Follow-Up Visit of Recipient

Form ID and Description Date Form Becomes Due/Past Due
Form 190, 590, 690 v5 — Recipient Death Information At time of recipient’s death
Forms Due Report

Recipient baseline and follow-up forms are listed on the Transplant Center’ s Forms Due Report.
This report allows Transplant Centers to track which forms are currently due, or past due, for
each recipient. The Forms Due Report is generated once a month on the first Saturday of the
month. Transplant Centers will receive the Forms Due Report the following week in the weekly
mailing from the NMDP. See Appendix A for a sample Forms Due Report, and a detailed
explanation of how to read the report. The Forms Due Report can also be accessed via
TransLink™. See Appendix B.

Submitting Formsto the NMDP Registry
A copy of al recipient baseline and follow-up forms must be mailed to the NMDP Registry at

3001 Broadway Street NE, Suite 500, Minneapolis, MN 55413. Retain the original form at the
Transplant Center.
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Error Correction Reportsand Submitting Error Correctionsto the NMDP
Registry

Errors on the follow-up forms will appear on the Daily Error Report received viaMCI mail. Any
errors not resolved by month end will aso appear on the Monthly Error Report. See Appendix C
for asample Daily Error Report and Monthly Error Report. Errors must be corrected by
completing the Error Correction form corresponding to the page of the form containing the error.
Also use the Error Correction form to correct data that did not generate an error report from the
NMDP. Write “Transplant Center Initiated” across the top of the error correction page. See
Appendix D for a sample error correction page and instructions on how to completeit. The
Registry cannot accept error corrections or data updates made using any other method. Fax error
corrections to the Registry at 612/627-5895.

How to Order Forms, Error Correction Pages and Registry Mailing L abels

Recipient baseline and follow-up forms and master copies of the error correction pages can be
printed off of the NMDP Network website. Recipient baseline and follow-up forms, master
copies of the error correction pages, and Registry mailing labels can also be ordered through the
NMDP Materials Catalog. To obtain a copy of the NMDP Materias Catalog, call the NMDP
Communications and Education Administrative Assistant at 612/627-5800.
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General Guidelinesfor Completing Forms

1. Forms should be completed in only blue or black ink. Do not use a pencil to complete the
forms.

2. Complete the “key fields’ (recipient ID, today’ s date, Transplant Center code, transplant date,
product type, and, on the Form 140, 540, 640 and Form 150, 550, 650, the follow-up visit for
which form is being completed) found in the upper right hand corner of the first page of every
form. The form cannot be entered into the database until all the “key fields’ are complete and
correct.

3. Writethe recipient identification number in the field labeled “NMDP Recipient ID” located
at the top of each page of the form.

4. If an exact dateisnot known, but the month and year are known, report the day of the month
as 15.

5. If amistake is made when completing the forms, do not erase the error or use white-out.
Instead, draw aline through the error, write in the correct answer, circle it and initial the
correction.

Date of Transplant for which 1111212 L2
thisform is being compl eted: Morth

¢«»)
[« )]
@

MMM

Day Y ear

6. Answer al primary questions that lead into a box.
7. Carefully follow al the arrows on the form and the “ continue with” instructions.

8. If aquestion lists a series of responses with a“yes’ or “no” check box for each response,
check either “yes’ or “no” for each response. Do not leave any responses blank.
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How to Avoid Errors

When aform is entered into the NMDP database, the form goes through a series of validation
checks to make sure the data entered are correct. If any data does not pass one of the validation
checks, an error report will be generated. Transplant Centers can avoid generating most errors by
reviewing a completed form for potential errors prior to submitting it to the NMDP. When
reviewing the form, it is helpful to keep in mind the types of validation the form will go through
when it is entered. Following are the types of validation:

1. Mandatory field validation: Certain fields on the forms must be completed for all patients
(e.g., primary questions that lead into a box). Other fields must be completed depending on
how a primary question is answered (e.g., “yes’ to “developed acute GVHD” will make
mandatory all acute GVHD questions). The computer will check to make sure al the
mandatory fields are completed.

2. Rangevalidation: The computer checks all lab values, drug doses, heights and weights
against established upper and lower limits. See Appendix E for validation ranges listed by
form and question number. To avoid generating range errors, follow the following procedure:

a) After completing aform, check the responses against the established validation range.

b) If the value falls outside the validation range, verify that the reported valueis correct.

c) If thevaueis correct, write in the margin of the form that the value has been verified.
An error will not be generated.

3. Consistency between forms. The computer checks for consistency between data reported on
the current form and related data reported on a previous form. For example, on the Forms
130, 530, 630 and 140, 540, 640, the disease for which the post-transplant disease status is
reported is validated against the disease reported on the Form 120, 520, 620.

4. Consistency within a form: The computer also checks for consistency between related data
reported on the same form. For example, all dates are validated against the “date of contact.”
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Declaring Recipients L ost to Follow-Up

Since the NMDP cannot accurately assess outcome of unrelated stem cell donor transplants
without survival status of recipients, lost to follow-up declaration will only be allowed on avisit-
by-visit basis with the hope that the recipient will eventually be located. A recipient may be
declared aslost to follow-up if the Transplant Center cannot obtain follow-up datafrom alocal
physician and if the Transplant Center does not have a current address or phone number for the
recipient.

Use the following procedure to declare arecipient aslost to follow-up:

1. Request that the NMDP perform a search through Search Americafor a current address or
phone number for the recipient. To request a search, fill out a Search America Search
Request Form and fax it to the Research Department. An example of thisform isin Appendix
F. Copies of this form can be ordered through the NMDP Materials Catalog, item number
4192. If the search is successful, you will be provided with the current address and, in some
cases, the phone number for the recipient. Y ou can then pursue follow-up with the recipient.

2. If the Search America search does not provide any leads for reaching the recipient, you may
declare arecipient lost to follow-up for a specific visit by filing a“Lost to Follow-Up
Declaration” form. An example of thisformisin Appendix G. Copies of thisform can be
ordered through the NMDP Materials Catalog, item 4191. This form verifies that the phone
numbers and address on file at your Transplant Center are not current and that a search
through Search Americadid not yield a current address or phone number for the recipient. In
some instances, Search Americamay provide a phone number or address for the recipient
that is different from the one on file at your Transplant Center but is still not current. Filing
this form will result in removing the current follow-up form that is due for the recipient from
the Forms Due Report. If you are still not able to locate the recipient at the time the next
follow-up form comes due, you will be asked to follow this process again.
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Reimbursement for Forms Completion

The NMDP reimburses Transplant Centers for all completed recipient baseline and follow-up
forms. A form is not considered complete until it is error-free. Forms are reimbursed at the
following rate:

Form Rate
Form 120, 520, 620 and inserts $135
Form 130, 530, 630 and inserts $110
Form 140, 540, 640 and inserts $ 85
Form 150, 550, 650 and inserts $ 27.50
Form 190, 590, 690 $ 2750

Continuous Process I mprovement (CPI) Phasel |

The NMDP has established criteriafor submitting the recipient baseline and follow-up forms. To
be compliant with CPI Phase I, Transplant Centers must submit at least 90% of the forms due
within the following time periods:

Form Due Date 90% Submitted Within

Form 120, 520, 620 and disease- | Transplant date 60 days

specific inserts, and product

analysisforms

Form 130, 530, 630 and inserts Day 100 post-transplant 120 days

Form 140, 540, 640 and inserts 6 month, 1 year, 2 year 90 days
transplant anniversary

Form 150, 550, 650 and inserts Starting year 3, annually on 45 days
transplant anniversary

Transplant Centers receive CPI Phase Il reports three times a year (January, May, September)
listing the number of follow-up forms that were due in a given trimester, and the number and
percentage of each that were submitted within the trimester. A form is not counted as submitted
until al errors have been resolved. Transplant Centers not compliant with CPI Phase |l standards
will enter adue process procedure that could eventually lead to a Transplant Center being
suspended from initiating new patient searches until the due forms are submitted. See Appendix
H for the complete CPI Phase || document.
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On-Site Data Audits of Recipient Baseline and Follow-Up Forms

As part of the NMDP s data quality assurance programs, the NMDP conducts on-site data audits
of the recipient baseline and follow-up data. All U.S. Transplant Centers that have performed at
least ten transplants will be eligible for an on-site audit. Transplant Centers will be audited once
every four years. A comprehensive summary of the on-site data audit planisin Appendix I.

Helpful Phone and Fax Number s/E-mail Addresses

See Appendix Jfor alist of NMDP staff who can answer questions regarding forms compl etion,
error corrections, and CPI Phase ll.
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FORM 120, 520, 620
Recipient Baseline and Transplant Data

Form 120, 520, 620 is designed to obtain data on the recipient’s clinical condition just prior to
conditioning for transplant, the anti-tumor and/or immunosuppressive conditioning regimen, the
stem cell shipping conditions, stem cell manipulation method, and recipient reaction (if any)
associated with the infusion of the stem cell product.

This form becomes due on the transplant date and is past due if not received within 60 days of
the date of transplant. Depending on the primary disease for which the recipient is being
transplanted, a disease-specific insert may also be due. Form 120, 520, 620 is not considered
complete until any required inserts or product analysis forms have been completed. A Form 120,
520, 620 (with appropriate inserts or product analysis forms) is expected on every recipient
transplanted with an NMDP donor.

Form Key Fields:

A. Unrelated Recipient NMDP ID: - }
Enter the seven-digit NMDP Unrelated Recipient ID.

B. Recipient Last Name:

Print the recipient’ s last name using capital |etters.

C. Recipient Local ID (optional):

Enter your Transplant Center’slocal 1D for the recipient.

D. Donor NMDP ID: ) )
Enter the nine-digit NMDP Unrelated Donor ID.

E. Today’sDate:

Month Day Year
Enter the date on which you are completing this form.

F. TC Code:

Enter your Transplant Center’ s three-digit code.

G. Dateof Transplant for which thisform isbeing completed:

Month Day Y ear

Enter the date the transplant occurred. (Date of transplant is the date the stem cell
infusion was started.)

H. Product Type: O Marrow O PBSC O Cord blood
(Form 120) (Form 520) (Form 620)

Check the box that corresponds to the transplant product type.
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Demographic Data

Question 1 Recipient name:

Enter the recipient’s full name, last name followed by first name.

Question 2a  State of residence of recipient:

Enter the state (U.S. recipients only) in which the recipient resides. If the
recipient is anon-resident of the U.S. continue with question 2c.

Question 2b  Zip or postal code for place of recipient’s residence:

Enter the zip or postal code (U.S. recipients only).

Question 2¢c  Country if non-resident of USA:

Enter the recipient’ s resident country.

Question 3  Doestherecipient have aU.S. Socia Security Number (or Canadian Social
Insurance Number)?

If the recipient has a Social Security or Canadian Socia Insurance Number,
check “yes’ and continue with question 4.

If the recipient does not have a Social Security Number, check “no” and continue
with question 5.

If your center is not allowed to provide this number, check “Transplant Center is
not allowed to report thisinformation.”

Question 4 Social Security Number/Socia Insurance Number:

Enter the recipient’s Social Security Number or, if Canadian, the recipient’s
Socia Insurance Number.

Question 5 Sex:

Indicate if the recipient is“male” or “female.”
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Question 6 Race:

It isimportant to obtain detailed race information. If the information is not
available in the chart, contact the attending physician to determine the race of the
recipient. If the recipient’ s parents are from two separate racial/ethnic groups,
check both groups.

The racial/ethnic groups are categorized into six primary groups:
“Caucasian/White,” “Black,” “Asian/Pacific Islander,” “Hispanic,” “Native
American,” or “Other.” Under the recipient’ s primary group or groups, indicate
the recipient’ s detailed race description. If the recipient is “Native American -
Alaskan Native or Aleut,” or “Native American - American Indian,” indicate
which tribal nation the recipient belongs to.

If the recipient does not fall into any of the specified categories, check “ Other”
and specify the race.

Question 7 Date of birth:

Enter the recipient’ s date of birth.

Primary Disease

Question 8  What was the primary disease for which the transplant was performed?

Step One:  Select the primary disease (or the broad disease grouping the
primary disease isincluded in) for which the recipient is receiving
the transplant, e.g., “AML” or “Inherited disorders of metabolism.”

Step Two:  Follow the arrow into the box next to the primary disease or broad
disease grouping, and check the detailed disease description, e.g.,
“M1, myeloblastic” or “Hurler syndrome (IH).”

Step Three: Complete the Form 120, 520, 620 disease-specific insert specified
in the box.
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Example:
Step One:  Primary diseaseisAML.
Step Two:  Disease classification is M2, myelocytic.

Step Three: Complete Form 120, 520, 620 - Insert |. Please refer to the disease-
specific instructions to complete the inserts.

ﬁciﬁi enous | 1 H M1, myeloblastic
Iel)jkerglia 2 @ M2, myelocytic
(AML) 3 O M3, promyelocytic
- (APML, APL)
4 O M4, myelomonocytic
(AMML)

5 O M5, monocytic (AMMOL)
6 OO M6, erythroblastic (AEL)
7 O M7, megakaryoblastic

8 O Granulocytic sarcoma

9 O Other, specify:

10 O Unknown

Please Complete
Form 120, 520, 620 - Insert |

NOTE:
If arecipient with Fanconi Anemia hastransformed to a leukemic or myelodysplastic
phase, indicate that therecipient’s primary disease is Fanconi Anemia by checking
Box 11 (Inherited abnor malities of erythrocyte differentiation or function) and
Fanconi Anemia (Box 10.1). Thereafter, complete theinsert appropriate for the
recipient’scurrent clinical disorder: acute myelogenous leukemia (Insert | instead of
Insert VIII), acute lymphoblastic leukemia (Insert 11 instead of Insert VIII), or
myelodysplastic syndrome (Insert V instead of Insert VII1). If the recipient has not
transformed to a leukemic or myelodysplastic phase, complete Insert VIII.

For recipientswith MDS, report the most advanced stage the disease ever evolved to as
the primary disease for which the transplant was performed. For example, if the
recipient was diagnosed with refractory anemia with excess blasts, then progressed to
AML, and after treatment was classified asrefractory anemia, report AML asthe
primary disease.

For recipientswith AML that transformed to AML from MDS or pre-leukemia, two
insertsarerequired: Insert | for AML (disease for which recipient received the
transplant) and Insert V for MDS (the antecedent hematologic disor der).
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Potential Source Documentsto Verify Recipient Disease
Diagnosis Sour ce
AML Bone Marrow Pathology Report, Flow Cytometry Report, Cell
Marker Report, Chromosome Report, PCR Study for BCR-ABL
CML Chromosome Report
MDS Pathology Report
Other Leukemias Pathology Report
Lymphomas Pathology Report
Multiple Myeloma Pathology Report
Other Malignancies Pathology Report
Severe Aplastic Anemia Pathology Report;
Immunodeficiency Disorders | Immune Studies
Platelet Disorders Pathology Report

Clinical Status of Recipient Prior to Conditioning

Question9  What isthe recipient’s blood type?

Indicate the recipient’ s blood type.

Karnofsky & Lansky Scales

Two scales are used to report the functional status of the recipient prior to conditioning. The
Karnofsky Scale is designed for recipients aged 16 years and older, and is not appropriate for
children under the age of 16 years. The Lansky scaleis designed for recipients less than 16 years
old.

Question 10  What was the functional status of the recipient prior to conditioning?

Based on the age of the recipient, complete either the Karnofsky or Lansky Scale.
Check the phrase that best indicates the recipient’s activity status.
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Coexisting Disease

Question 11  Werethere clinically significant coexisting diseases at any time prior to
conditioning?

Report any coexisting disease or organ impairment at any time prior to
conditioning.

If “yes,” continue with question 12.

If “no,” continue with question 13.

Question 12  Indicate the diagnoses:

For each diagnosis listed, check “yes’ or “no.” Chromosomal abnormalities,
impairments and/or disorders associated with the primary disease should not be
reported in this section, e.g., Ph+ for CML/AML/MDS recipients. Also, do not
report infections or chemical liver disease in this section.

Question 13  Does the recipient have a history of smoking cigarettes?
If “yes,” continue with question 14.
If “no” or “unknown,” continue with question 16.

Question 14  Has the recipient smoked cigarettes within the past year?

Indicate “yes,” “no,” or “unknown.”

Question 15  Hasthe recipient smoked cigarettes prior to but not during the past year?

Indicate “yes,” “no,” or “unknown.”

Organ Function Prior to Conditioning

These questions are intended to determine the clinical status of the recipient prior to conditioning
for stem cell transplantation. Report the most recent lab values obtained prior to the onset of
conditioning for the transplant. Lab values obtained on the first day of conditioning may be
reported as long as the blood was drawn before any radiation or chemotherapy was administered.
For each lab value reported in this section, aso report your institution’s upper limit of normal.
The institution’s value for upper limit of normal can usually be found on the lab report next to
the test result in the column titled “normal range” or “reference range.”
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Question 16

Question 17

Question 18

Question 19

Question 20

Question 21

Question 22

Question 23

Question 24

Question 25

AST (SGOT):
Enter the AST level in units per liter (U/L).

Date tested:

Enter the date the AST test was performed.

What is the upper limit of normal for your institution?

Enter your institution’s upper limit of normal for AST in units per liter (U/L).

Serum creatinine;

Enter the total serum creatinine. Indicate if the total serum creatinine was
measured in milligrams per deciliter (mg/dL) or micromoles per liter (umol/L).

Date tested:

Enter the date the serum creatinine test was performed.

What is the upper limit of normal for your institution?

Enter your institution’s upper limit of normal for serum creatinine. in milligrams
per deciliter (mg/dL) or micromoles per liter (umol/L).

Tota serum bilirubin:

Enter the total serum bilirubin. Indicate if the total serum bilirubin was measured
in milligrams per deciliter (mg/dL) or micromoles per liter (umol/L).

Date tested:

Enter the date the total serum bilirubin test was performed.

What is the upper limit of normal for your institution?

Enter your institution’s upper limit of normal for total serum bilirubin. Indicate if
the total serum bilirubin was measured in milligrams per deciliter (mg/dL) or
micromoles per liter (umol/L).

LDH:
Enter the LDH level in units per liter (U/L).
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Question 26

Question 27

Question 28

Question 29

Question 30

Question 31

Date tested:
Enter the date the LDH test was performed.

What is the upper limit of normal for your institution?

Enter your institution’s upper limit of normal for LDH in units per liter (U/L).

Did the recipient have a history of clinically significant fungal infection
(documented or suspected) at any time prior to conditioning for transplant?

Fungal infections play amajor rolein the clinical outcome of recipients of
unrelated donor stem cell transplants. Indicate if the recipient had a significant
documented or suspected fungal infection at any time prior to conditioning for
transplant. Include any fungal abscesses of the lungs, sinuses, liver or spleen. Do
not include any superficial fungal infections of the oropharynx, e.g., thrush, oral
candidiasis.

If “yes,” continue with question 29.

If “no,” continue with question 33.

Did the recipient have an active fungal infection within 2 weeks prior to
conditioning?

Indicate “yes’ or “no.”

Select organism from list below. If more than one organism is documented or
suspected, copy this page and compl ete a separate form for each organism.

From the “Commonly Reported Fungal Organisms” chart on page 8 of the Form
120, 520, 620, select the code corresponding to the identified fungus. Enter the
code in the boxes provided. If the specific organism is not listed on the chart, use
code F15 “other fungus, specify above” and write the name of the organism in
the space provided.

Date of onset:

Enter the date of onset of the most significant fungal infection.
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Question 32 Select site(s) from list. If more than one site was involved, list one site of
infection in the first set of boxes, second site in the second set.

From the “Common Sites of Infection” chart on page 8 of the Form 120, 520,
620, select the code corresponding to the site of the infection. If more than one
site was involved, enter the codes for both sites.

Testing for Serological Evidence of Prior Viral Exposure/Infection

Question 33 For each of the listed testsfor viral exposure or infection, indicate if the test
to results were “positive,” “negative,” “inconclusive” or “not tested.” If state law
Question 40  prohibits you from reporting HIV test results, check “confidential.”

Pre-Transplant Conditioning

All recipients are transplanted under a specific protocol that defines the radiation and
chemotherapy the recipient will receive for conditioning for the transplant. This protocol should
be referred to when completing this section.

Question 41  Date pre-transplant conditioning began:

Enter the date the pre-transplant conditioning began. With the exception of
“intrathecal drugs’ and “additional radiation” start dates, all dates reported in the
conditioning section must be equal to or after the date reported in question 41.

Question 42  Height at initiation of pre-transplant conditioning (nearest centimeter without
shoes):

Enter the recipient’ s height, rounded to the nearest centimeter (without shoes).
Refer to Appendix K for a chart converting inches to centimeters.

Question 43  Weight at initiation of pre-transplant conditioning (nearest kilogram):

Enter the recipient’ s weight, rounded to the nearest kilogram (without shoes).
Refer to Appendix L for a chart converting pounds to kilograms.

Question 44  Was high-dose therapy (conditioning) given?
If “yes,” continue with question 45.

If “no,” continue with question 46.
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Question 45  Indicate the protocol requirements for conditioning agents to be given to the
recipient:

Indicate whether the protocol requires the conditioning agents to be given to the
recipient are to be given as “all conditioning agents given as outpatient,” “some,
but not all, conditioning agents given asinpatient,” or “all agents given as
inpatient.”

Radiation

Question 46  Wasirradiation performed as part of the pre-transplant preparative regimen, or
given within 14 days of preparative regimen?

If “yes,” continue with question 47.

If “no,” continue with question 66.

Question 47  What was the radiation field?

Indicate if the recipient received irradiation to “total body,” “total lymphoid or
nodal regions,” or “thoraco-abdominal region.” Complete al questions within the
section for the specified field.

Total Dose

Questions 48 | Total dose:
54
60 | If the radiation was delivered in a single dose, the amount of radiation delivered
in the single dose constitutes the total dose. If the radiation was fractionated
(several treatments), then the total dose isthe sum of al the doses given per
fraction.

Enter the total dose of radiation in centigrays (cGy).

Starting Date

Questions 49 | Starting date:
55
61 | Enter the date the single dose or first fraction of radiation was administered.
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Radiation Fractionated

Questions 50 | Was radiation fractionated?
56
62 | Radiation is either delivered as asingle dose or in severa treatments (fractions).
If the radiation was fractionated, check “yes.” If the radiation was given asa
single dose, check “no” and continue with question 66.

Dose Per Fraction

Questions 51 | Dose per fraction:
57
63 | Enter the dose per fraction in centigrays (cGy).

Number of Days

Questions 52 | Number of days:
58
64 | Enter the total number of days it took to complete the radiation therapy including
the rest days between days when therapy was administered. The number of days
radiation was administered can be greater than the number of fractions.

NOTE:
Examplefor Counting Radiation Days:
Recipient receivesradiation on Day -7 and Day -5. Three isthe number
of inclusive days radiation is given.

Day -7 Day -6 Day -5
3fractions None 3 fractions
200 cGy 200 cGy
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Radiation Fractionated

Questions 53
59
65

Total number of fractions:

Enter the total number of fractions (treatments) of radiation that were
administered. The recipient may receive more than one fraction per day
(hyperfractionation).

NOTE:
Number of fractions x dose per fraction = total dose
The number of fractions multiplied by the dose per fraction will equal
thetotal dosereported in questions 48, 54, or 60.

Additional Radiation

Report in this section any sites that received a “radiation boost.” Boosts are often given to
smaller sites that may have residual malignant cells. Include any radiation boosts that were
administered within 14 days prior to the conditioning start date.

Question 66

Question 67
to
Question 77

Question 78

Question 79

Was additional radiation given to other sites within 14 days prior to start of
pretransplant conditioning?

If “yes,” continue with question 67.

If “no,” continue with question 79.

For each site listed, check “yes’ or “no” to indicate if the recipient received
radiation to that site. Do not leave any responses blank. For each site that
received additional radiation, enter the total dose in centigrays (cGy).

Date radiation started:
Enter the date the first dose of radiation was administered.

Was the recipient transplanted on a protocol with a conditioning regimen
intended to be non-myeloabl ative?

Answer “yes’ or “no” and continue with question 80.
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Pretransplant Conditioning Drugs

In this section report only drugs that are listed as part of the conditioning protocol. Do not
include drugs that were administered to offset the side effects of the chemotherapy, e.g.,
corticosteroids for nausea, MESNA for hemorrhagic cystitis. Also in this section report any
intrathecal drugs the recipient received for prophylaxis or treatment of CNS disease within 14
days prior to the start date of conditioning. Drugs listed in this section are generic drug names.
See Appendix M for alist of trade names under which generic drugs are manufactured.

Question 80 Were drugs given for pretransplant conditioning?

If the recipient did not receive drugs as part of the conditioning protocol, check
“no” and continue with question 83.

If the recipient received immunosuppressive drugs or anti-neoplastic drugs as
part of the conditioning protocol, check “yes’ and continue with the list of drugs.
Indicate which drugs the recipient received as part of the conditioning regimen.
Check “yes’ or “no” for each drug listed. Do not leave any responses blank.

NOTE:
Drug doses are calculated either by recipient weight or recipient body
surfacearea (BSA) in m? (see Appendix Q). The conditioning protocol
will specify “x mg/kg” or “x mg/m® and thetotal number of dosesto be
administered.

Check the physician ordersin the medical record chart to determine the
drug dose and total number of dosesthat were ordered. Then verify that
thedrug was administered in the medication administration record.

To calculatethetotal dose administered:
Multiply “mg of drug per dose” x “total number of doses.”

If the dose was prescribed in grams (gm) rather than milligrams (mg),
multiply the total dosein gm by 1,000 to convert to mg.

Example:
Drug Daily Dose = Schedule
ARA-C 5.2gm twice daily x 6 days (12 dosestotal)

Total dose: 5.2gm x 12doses=62.4gm
62.4 gm x 1000 = 62,400 mg
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Enter the date the first dose of the drug was administered.

NOTE:

Thisdate must beon or after the date entered in question 41, “ Date pre-
transplant conditioning began.” The only exceptions arethe start dates
entered for intrathecal drugs (responsesm or n). Start datesfor
intrathecal drugs may be within 14 daysprior to the conditioning start
date.

Question 81  Radionuclide-tagged monoclonal antibody, specify:
Indicate “yes’ or “no.” If “yes,” specify the antibody given.

Question 82  Other monoclonal antibody, specify:
Indicate “yes’ or “no.” If “yes,” specify the antibody given.

Transplant Maneuver

NOTE:

Questions 83 through 97 arefor marrow only. For peripheral blood stem cells, continue
with question 98 and, in addition, complete Form 580 — Filgrastim M obilized PBSC
Protocol — Transplant Center PBSC Product Analysis. For cord blood, continue with
guestion 98 and, in addition, complete Form 680 — Cord Blood Unit Supplement.

Question 83  Date of receipt of marrow at your facility:

Enter the date the marrow was received at your facility.

Question 84  Time (24-hour clock) at receipt of marrow:

Using the 24 hour clock, enter the time the marrow was received at your facility.
Indicate if the recorded time was “ standard” or “daylight savings’ time. See
Appendix N for atable converting 12-hour clock timesto 24-hour clock times.
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Question 85  Storage temperature during transport:

Indicate if the marrow was “ Refrigerated: 1°-8° C” or at “Room temperature”
during transport. If the marrow was transported on wet ice or ice packs, check
“Refrigerated at 1-8° C.”

Question 86  Nucleated cell count of the marrow before processing (uncorrected cell count):

Enter the uncorrected nucleated cell count of the marrow prior to processing, or
prior to infusion if no processing was performed. An uncorrected cell count does
not have the peripheral blood white cell count subtracted fromit.

NOTE:

The cell count derived at the Collection Center should not be entered for
this question. Repeat the cell count immediately after receipt of the
marrow at your facility.

NOTE:

Tipsfor Reporting Nucleated Cell Counts
Report asa cell concentration (cells/'volume). Example: 35 x 10° cells/mL
Do not report as a cell dose (cells/recipient weight). Example: 2.5 x 10° cells/kg
Do not report as atotal dose (cells). Example: 17.5 x 10° cells
Equivalent unitsfor Nucleated Cell Concentrations:

nx 10%L = nx 10%mL = ncelmm® =ncelsx 10¥mm?®
1000

Example:

Nucleated cells = 4.6 x 10%L = 4.6 x 10%mL = 4600 cellymm® = 4.6 x 10/mm®
1000

Question 87  Tota volume of marrow before processing:

Enter the total volume of marrow in milliliters. If the volume was not measured
at your Transplant Center, this value can be derived from the Collection Center
information provided on Form 60. The total volume of marrow indicated should
reflect the full volume received by your Transplant Center before manipulation,
cryopreservation or withdrawal of marrow for research purposes. The total
volume will include any media added to the marrow at the collection site.
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Thetotal volume of marrow can aso be calculated from the weight of the
marrow by using the following calculation:

NOTE:
Calculating Total Volume

Weight of marrow in grams* = Volumeof marrow in mL
1.06 (Density)

Example:

Weight of marrow: 1050 grams = 951 mL
1.06

* Weight of marrow in bag minus weight of empty bag.

Marrow Manipulation

Question 88 Was the marrow manipulated at your facility prior to transplant?

If “yes,” continue with question 89.

If “no,” continue with question 92.

Question 89  Specify the reason the marrow was manipul ated:

Check “volume reduction only” if the only reason the marrow was manipul ated
was to reduce the volume of the marrow. Volume reduction is typically
performed for small pediatric recipients. Do not check “volume reduction only”
if the marrow was manipulated for a minor (plasma depleted) or major ABO
incompatibility, or if it was T-cell depleted.

Check “plasma depleted only” if the marrow was plasma depleted because of a
minor ABO incompatibility between the donor and recipient. Do not check
“plasmadepleted only” if the marrow was plasma depleted during the removal of
red cellsfor amajor ABO incompatibility or T-cell depletion.

Check “ABO incompatibility only” if red cells were depleted from the marrow
because of amajor ABO incompatibility between the donor and recipient. Do not
check “ABO incompatibility only” if amajor ABO incompatibility existed
between the donor and recipient, but the marrow was also T-cell depleted.

Check “GVHD prophylaxis’ if the marrow was T-cell depleted, and continue

with question 90.
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Question 90

Question 91

Question 92

Question 93

Question 94

Question 95

Question 96

Specify method used:

Indicate the method used to deplete the T-cells from the marrow. If “antibody +
complement,” “antibody + toxin,” “antibody affinity column,” or “antibody
coated plates,” continue with question 91.

Specify antibody:

Check “yes’ or “no” for each antibody listed. If antibodies were not used, check
“no” for each antibody listed, and also check “no antibodies used.”

Time (24-hour clock) at start of infusion:

Using the 24-hour clock, enter the time the infusion was started. Indicate if the
recorded time was “standard” or “daylight savingstime.” See Appendix N for a
table converting 12-hour clock times to 24-hour clock times.

Total volume of marrow infused on the day of transplant:

Enter the total volume of marrow in milliliters (mL).

Cell count of infused marrow (uncorrected cell count):

Enter the uncorrected cell count (concentration) of the infused marrow. See Note:
“Tips for Reporting Nucleated Cell Counts’ associated with the instructions for
guestion 86 in this manual. An uncorrected cell count does not have the
peripheral blood white cell count subtracted out. This count will be different
from the cell count entered in question 86 if the marrow was manipulated prior to
infusion.

Was afraction of the collected marrow cryopreserved for back-up infusion?

If only asmall amount (< 5 mL) of marrow was cryopreserved for research
purposes or quality control studies, answer “no.”

If “yes,” continue with question 96.

If “no,” continue with question 98.

Total volume of cryopreserved marrow:

Enter the total volume of cryopreserved marrow in milliliters (mL).
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Question 97  Nucleated cell count of cryopreserved marrow:
Enter the total nucleated cell count (concentration).

See Note: “Tips for Reporting Nucleated Cell Counts’ associated with the
instructions for question 86 in this manual.

NOTE:

If marrow or any donor blood samples are being used for research
pur poses, the protocol must first be reviewed and approved by the NMDP
Institutional Review Board.

Questions 98-103 must be completed for all product types. marrow, peripheral blood stem
cells, and cord blood.

Question 98  Wasthisthefirst transplant for this recipient?
If “yes,” continue with question 104.

If “no,” continue with question 99.

Question 99  Specify the number of prior transplants:

Record the total number of previous transplants. Include transplants from all
stem cell sources.

Question 100 What was (were) the prior stem cell source(s):

Indicate the source of stem cellsfor al previous transplants. Xenogeneic refersto
stem cells that are obtained from a species different from that of the recipient.
Syngeneic refersto stem cells that are obtained from an identical twin sibling.

Question 101 Date of the last transplant (transplant just before current transplant):

Enter the date of the transplant that was just prior to the current transplant.

Question 102 Reason for current transplant:

Indicate the reason for the current transplant. If the current transplant was
performed due to a recurrent malignancy, continue with question 103.
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Question 103 Date of relapse:

Enter the date of relapse for the recurrent malignancy.

Socioeconomic Information

Question 104 Istherecipient an adult (18 years of age or older) or emancipated minor?
If “yes,” continue with question 105.

If “no,” continue with question 108.

Question 105 Specify recipient’s marital status:

Check the recipient’s marital status as of the date of contact.

Question 106 Specify recipient’s highest completed educational level:

Check the recipient’s highest completed educational level as of the date of
contact.

Question 107 Specify the category which best describes the recipient’ s occupation:

Check the recipient’ s occupation category as of the date of contact. If the
recipient is not currently employed, check the box that best describes his/her last
job.

Question 108 Specify recipient’stype of health insurance (check all that apply):

Check the recipient’s source of health insurance as of the date of contact. If the
recipient carries more than one source, check all that apply.

Confidential Socioeconomic Information

Questions 109 and 110 must be completed for recipientswho arelegal residents of the
United States. If therecipient isnot a legal resident of the U.S., skip questions 109 and 110
and continue with the signature lines at question 111.
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Question 109 Specify type of fee reimbursement:

Check the type of fee reimbursement granted by the recipient’ s health insurance.

Question 110 Specify recipient’s combined household gross annual income:

Indicate the sum total of the annual incomes for all family membersliving in the
recipient’ s household, before taxes.

Signature The person completing the form must sign the form, print his’her name, and
provide a phone number, fax number, and e-mail address where he/she can be
reached.
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|nstructions
for
Form 120, 520, 620 — Insert |
Acute Myelogenous L eukemia
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Form 120, 520, 620 — Insert |
Acute Myelogenous L eukemia (AML)

Thisform is designed to obtain data on the recipient’ s hematol ogic findings and cytogenetic
findings at the time of diagnosis, on the course of the disease prior to transplant, and on the status
of the disease just prior to conditioning for transplant.

This form must be completed for al recipients whose primary disease reported on Form 120, 520,
620 question 8 isAML. Both Insert | and Insert V — Myelodysplasia/Myel oproliferative Disorders
must be completed if the recipient had a Myel odysplastic/Myel oproliferative Syndrome that
transformed to AML prior to transplant. Form 120, 520, 620 is not considered complete until all
required disease-specific inserts have been submitted to the Registry and are error free.

Form Key Fields:

All datareported in the key field section must be identical to the data reported in the key field
section for the corresponding Form 120, 520, 620.

A. Unrelated Recipient ID: - -

Enter the seven-digit NMDP Unrelated Recipient ID.

B. Recipient Last Name:

Print the recipient’s last namein all capital letters.

C. Unrelated Recipient Local 1D: (optional)

Enter your Transplant Center’slocal 1D for the recipient.

D. Today’'sDate:

Month Day Year
Enter the date on which you are completing this form.

E. TC Code:

Enter your Transplant Center’ s three-digit code.

F. Dateof Transplant for which thisform is being completed:

Month Day Y ear
Enter the date the transplant occurred. (Date of transplant is the date the stem cell infusion
was started.)
G. Product Type: O Marrow O PBSC O Cord blood
(Form 120) (Form 520) (Form 620)

Check the box that corresponds to the transplant product type.
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Question1  What was the date of diagnosis of Acute Myelogenous Leukemia?

Enter the date the recipient was diagnosed with AML. The date of diagnosis will
usually be the date the stem cells were obtained for examination. Do not enter the
date symptoms first appeared.

Question 2  Wasthis a secondary (therapy-linked) leukemia?

Indicate if the AML is related to therapy the recipient received for a prior disease.

Thiswill usually be radiation or chemotherapy. Do not answer this question “yes”

if the recipient developed AML after an environmental exposure, e.g., exposure to
benzene.

If “yes,” continue with question 3.

If “no,” continue with question 6.

Question 3  Cite prior disease (malignant or nonmalignant):

Indicate if the prior disease was “Hodgkin lymphoma,” “Non-Hodgkin lymphoma’
or “Other.” If “Other,” specify the disease.

Question4  What was the date of diagnosis of prior disease?

Enter the date the prior disease was diagnosed. This date must be prior to the AML
diagnosis date entered in question 1.

Question 5  Treatment for prior disease included:

Check “yes’ or “no” for each treatment listed. If treatment was “ Other,” specify the
type of treatment given. Do not leave any responses blank.

NOTE:

Include all drugs administered in the chemotherapy section. Do not specify
individual drugsin question 5.
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Question 6  Did the recipient have a documented antecedent hematol ogic disorder (preleukemia
or myelodysplastic syndrome)?

NOTE:

If theresponseto question 6is“yes,” complete Insert V —Myelodysplasia/
Myeloproliferative Disordersin addition to Insert I. Insert V provides more
detailed information on the preleukemic or myelodysplastic syndrome prior
to therecipient’s developing AML.

If “yes,” continue with question 7.

If “no,” continue with question 11.

Question 7 What was the date of diagnosis of antecedent hematol ogic disorder?

Enter the date the antecedent hematol ogic disorder was diagnosed. This date must
be prior to the AML diagnosis date entered in question 1.

Question 8  What was the classification of hematologic disorder at diagnosis?

Indicate the classification of the hematologic disorder at diagnosis. If the disorder
was “ Other myelodysplasia or myeloproliferative disorder,” specify the condition
in the space provided.

Question 9  Did recipient have a cytogenetic abnormality at any time during the course of the
disease?

If “yes,” continue with question 10.

If “no” or “unknown” continue with question 11.

Question 10  What was (were) the cytogenetic abnormality(ies)?

See Appendix O for alist of cytogenetic abbreviations/terms and their definitions,
and an explanation of how to interpret a cytogenetic report.

Check “yes’ or “no” for each cytogenetic abnormality listed. If the abnormality
was “Other,” specify the cytogenetic abnormality. Do not leave any responses
blank.

Question 11  Did recipient have a predisposing condition prior to diagnosis of leukemia?
If “yes,” continue with question 12.

If “no,” continue with question 13.
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Question 12 Please specify:

Indicate the condition the recipient had prior to diagnosis of leukemia. If the
condition was “ Other,” specify the condition.

NOTE:

If theresponseto question 12 is Fanconi Anemia, then Fanconi Anemia
must bethe primary disease listed on the Form 120, 520, 620 question 8.

Hematologic Findings at Diagnosis of Acute Myelogenous Leukemia

Question 13 WBC:

Indicate if the white blood cell (WBC) count at the time the AML was diagnosed is
known.

If “known,” enter the WBC in 10%/L.

Question 14  Blastsin blood:

Indicate if the percent of peripheral blood blasts at the time the AML was
diagnosed is known.

If “known,” enter the percent of blasts found in the peripheral blood.

Question 15 Blastsin bone marrow:

Indicate if the percent of bone marrow blasts at the time the AML was diagnosed is
known.

If “known,” enter the percent of blasts found in the bone marrow.

NOTE:

If the bone marrow pathology report statesarangefor blasts, enter the
aver age of therange rounded to the nearest whole number; e.g., if 0% - 5%,
enter 3%. If thereport states> 90% blasts, packed marrow, or sheets of
blasts, enter 91% on theform. If thereport states < 5% blasts, enter 4% on
theform.

Copyright 0 2001 National Marrow Donor Program”. All Rights Reserved.

Page 40 of 357
Manual: Search and Follow-up Forms Instruction manual
Document Title: Form 120, 520, 620 Insert |
Document Number: M002_C0003 12/21/2001 Verified: 12/21/2001
Effective Date: 12/21/2001 Approved: 12/21/2001

Replaces: N/A Signatures on fileat NMDP



Question 16  Was extramedullary disease present at diagnosis?

NOTE:

Extramedullary refersto disease found in organsor tissue outside the bone
marrow or blood stream (e.g., central nervous system, testis, skin, soft
tissue, etc.)

If “yes,” continue with question 17.

If “no,” continue with question 18.

Question 17  Please specify sites:

Indicate “yes’ or “no” for both siteslisted. If siteis“Other,” specify the site. Do
not leave any responses blank.

Question 18  Were cytogenetics tested at diagnosis, prior to start of treatment?

See Appendix O for alist of cytogenetic abbreviations/terms and their definitions,
and an explanation of how to interpret a cytogenetic report.

Indicate if chromosome studies (cytogenetics) were obtained at the time the
recipient was diagnosed with AML, but prior to the start of any treatment for the
disease. If cytogenetic studies were obtained but there were not adequate cells
(metaphases) to determine the results, check “yes, but no evaluable metaphases.”

If “yes,” continue with question 19.

If “yes, but no evaluable metaphases,” “no” or “unknown,” continue with question
22.

Question 19  Number of metaphases examined:

NOTE:

M etaphase refersto the cell stage at which chromosomes are examined. The
number of cells examined is equivalent to the number of metaphases
examined.

Enter the number of metaphases.
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Question 20

Question 21

Question 22

Question 23

Question 24

Question 25

Was karyotype normal ?

NOTE:

Karyotyperefersto the designation of the results of the chromosome
analysis. The karyotype may be defined at a cell level, a cell line or clone
level, or at the level of the entireindividual.

If “yes,” continue with question 22.
If “no,” continue with question 21.
Specify the abnormality(ies):

Check “yes’ or “no” for each abnormality listed. If karyotype abnormality was
“Other,” specify the abnormality. Do not |eave any responses blank.

Was afirst complete remission achieved?

NOTE:

Remission isdefined asa marrow with normal cellularity, and lessthan or
equal to 5% blasts. Recipients with persistent cytogenetic abnormality or

extramedullary disease should be considered to have persistent disease or to
bein relapse.

If “yes,” continue with question 23.

If “no,” continue with question 29.

Date:

Enter the date the first remission was achieved. This date must be later than the
date of AML diagnosisin question 1.

Did relapse occur pretransplant?
If “yes,” continue with question 25.

If “no,” continue with question 29.

Date of first relapse:

Enter the date of the first relapse. This date must be later than the date of first
complete remission in question 23.
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Question 26

Question 27

Question 28

Question 29

Question 30

Did thefirst relapse occur on chemotherapy?

Indicate if the recipient relapsed while receiving chemotherapy.

Was additional therapy given after the first relapse?
If “yes,” continue with question 28.

If “no,” continue with question 29.

Indicate what therapy was given:

Check “yes’ or “no” for each listed therapy. If therapy was “ Other,” specify the
type of therapy given. Do not |eave any responses blank.

What was the status of primary disease immediately prior to conditioning of
recipient for transplant?

NOTE:

Report the status of the AML, do not report the status of the underlying
condition (e.g., Fanconi Anemia).

Indicate the status of the primary disease.

If the recipient failed to achieve afirst complete remission, check “Primary
Induction Failure” and continue with question 31.

If “1st relapse” or “> 2nd relapse,” indicate if the relapse was “medullary” (in the
bone marrow), “extramedullary” (in organs or tissue outside the bone marrow) or
“both.”

What was the initial date this disease status was achieved?

Enter the date the disease status was achieved.

NOTE:

If therecipient isin first complete remission at the time of transplant, then
the date entered in question 30 must be the same date entered in question
23, “Date of first completeremission.”

If therecipient isin first relapse at the time of transplant, then the date
entered in question 30 must be the same date entered in question 25, “ Date
of first relapse.”
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Hematologic Findings Just Prior to Conditioning

NOTE:

For questions 31 — 34 report the most recent lab values obtained prior tothe
onset of conditioning for thetransplant. Lab values obtained on thefirst day
of conditioning may bereported aslong as the sample was drawn before any
radiation or chemother apy was given.

Question 31 WBC:
Enter the white blood cell (WBC) count in 10%/L.

Question 32  Blastsin blood:

NOTE:

If adifferential was performed and there were no blasts present in the
peripheral blood, the lab report may not display a column for blasts. In this
case, it can be assumed that no blasts were present and “0” can be entered
on theform.

Enter the percent of blastsin the blood.

Question 33  Blastsin bone marrow:

Enter the percent of blastsin bone marrow.

NOTE:

If the bone marrow pathology report statesarangefor blasts, enter the
aver age of the range rounded to the nearest whole number; e.g., 0% -5%,
enter 3%. If thereport states> 90% blasts, packed marrow, or sheets of
blasts, enter 91% on theform. If thereport states < 5% blasts, enter 4% on
theform.

Question 34  Date of bone marrow examination:

Enter the date the bone marrow was examined.
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Form 120, 520, 620 — Insert ||
Acute Lymphoblastic Leukemia (ALL)

Thisform is designed to obtain data on the recipient’ s hematologic and cytogenetic findings at the
time of diagnosis, on the course of the disease prior to transplant, and on the status of the disease
just prior to conditioning for transplant.

This form must be completed for al recipients whose primary disease reported on the Form 120,
520, 620 question 8 iSALL. Insert || must also be completed for recipients with inherited
abnormalities of erythrocyte differentiation, e.g., Fanconi Anemia, who have developed ALL.
Form 120, 520, 620 is not considered complete until all required disease-specific inserts have been
submitted to the Registry and are error free.

Form Key Fields:
All datareported in the key field section must be identical to the data reported in the key field
section for the corresponding Form 120, 520, 620.

A. Unrelated Recipient ID: - -

Enter the seven-digit NMDP Unrelated Recipient ID.

B. Recipient Last Name:

Print the recipient’s last namein all capital letters.

C. Unrelated Recipient Local 1D: (optional)

Enter your Transplant Center’slocal 1D for the recipient.

D. Today’'sDate:

Month Day Year
Enter the date on which you are completing this form.

E. TC Code:

Enter your Transplant Center’ s three-digit code.

F. Dateof Transplant for which thisform isbeing completed:

Month Day Year
Enter the date the transplant occurred. (Date of transplant is the date the stem cell infusion
was started.)
G. Product Type: O Marrow O PBSC O Cord blood
(Form 120) (Form 520) (Form 620)

Check the box that corresponds to the transplant product type.
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Question1  What was the date of diagnosis of Acute Lymphoblastic Leukemia?

Enter the date the recipient was diagnosed with ALL. The date of diagnosis will
usually be the date the bone marrow was obtained for examination. Do not enter
the date symptoms first appeared.

Question 2 Did recipient have predisposing condition prior to diagnosis of leukemia?
Indicate if there was an underlying condition that predisposed the recipient to ALL.
If “yes,” continue with question 3.

If “no,” continue with question 4.

Question 3  Please specify:

Indicate the predisposing condition prior to diagnosis of leukemia. If condition was
“Other,” specify the condition.

NOTE:

If theresponseto question 3 is Fanconi’s Anemia, then Fanconi’s Anemia
must bethe primary diseaseindicated on the Form 120, 520, 620 question 8.

Hematologic Findings at Diagnosis of Acute Lymphoblastic Leukemia

Question4  WBC:

Indicate if the white blood cell (WBC) count at the time the ALL was diagnosed is
known.

If “known,” enter the WBC in 10°/L.

Question 5 Blastsin blood:

Indicate if the percent of peripheral blood blasts at the time the ALL was diagnosed
is known.

If “known,” enter the percent of blasts found in the periphera blood.
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Question 6

Question 7

Question 8

Question 9

Blasts in bone marrow:

NOTE:

If the bone marrow pathology report statesarangefor blasts, enter the
aver age of the rangerounded to the nearest whole number (e.g., if 0%—-5%,
enter 3%). If thereport states > 90% blasts, packed marrow, or sheets of
blasts, enter 91% on theform. If thereport states < 5% blasts, enter 4%.

Indicate if the percent of bone marrow blasts at the time the ALL was diagnosed is
known.

If “known,” enter the percent blasts found in the bone marrow.

Was extramedullary disease present at diagnosis?

NOTE:

Extramedullary refersto disease found in organsor tissue outside the bone
marrow or blood stream, e.g., central nervous system, testis, skin, soft
tissues, etc.

If “yes,” continue with question 8.

If “no,” continue with question 9.

Please specify:

Indicate “yes’ or “no” for each sitelisted. If siteis*“Other,” specify the site. Do not
leave any responses blank.

Were cytogenetics tested at diagnosis, prior to start of treatment?

Indicate if chromosome studies (cytogenetics) were obtained at the time the
recipient was diagnosed with ALL, but prior to the start of any treatment for the
disease. If cytogenetic studies were obtained but there were not adequate cells
(metaphases) to determine the results, check “yes, but no evaluable metaphases.”

If “yes,” continue with question 10.

If “yes, but no evaluable metaphases,” “no,” or “unknown,” continue with question
13.
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Question 10

Question 11

Question 12

Question 13

Question 14

Number of metaphases examined:

NOTE:

Metaphase refersto the cell stage at which chromosomes are examined. The
number of cells examined is equivalent to the number of metaphases
examined.

Enter the number of metaphases.

Was karyotype normal ?

NOTE:

Karyotyperefersto the designation of the results of the chromosome
analysis. The karyotype may be defined at a cell level, a cell line or clone
level, or at the level of the entireindividual.

If “yes,” continue with question 13.

If “no,” continue with question 12.

Specify the abnormality(ies):

See Appendix O for alist of cytogenetic abbreviations/terms and their definitions,
and an explanation of how to interpret a cytogenetic report.

Check “yes’ or “no” for each abnormality listed. If karyotype abnormality was
“Other,” specify the abnormality. Do not leave any responses blank.

Was afirst complete remission achieved?

NOTE:

Remission isdefined asa marrow with normal cellularity, and lessthan or
equal to 5% blasts. Recipients with persistent cytogenetic abnormality or
extramedullary disease should be considered to have persistent disease or to
bein relapse.

If “yes,” continue with question 14.

If “no,” continue with question 20.

Date:

Enter the date the first remission was achieved. This date must be later than the
date of ALL diagnosisin question 1.
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Question 15

Question 16

Question 17

Question 18

Question 19

Question 20

Did relapse (marrow or extramedullary) occur pretransplant?
If “yes,” continue with question 16.

If “no,” continue with question 20.

Date of first relapse:

Enter the date of the first relapse. This date must be later than the date of first
complete remission in question 14.

Did the first relapse occur on chemotherapy?

Indicate if the recipient relapsed while receiving chemotherapy.

Was additional therapy given after the first relapse?
If “yes,” continue with question 19.

If “no,” continue with question 20.

Indicate what therapy was given:

Check “yes’ or “no” for each listed therapy. If therapy was * Other,” specify the
type of therapy given. Do not |eave any responses blank.

What was the status of primary disease immediately prior to conditioning of
recipient for transplant?

NOTE:

Report the status of the ALL ; do not report the status of the underlying
condition, e.g., Fanconi Anemia.

Indicate the status of the primary disease.

If the recipient failed to achieve afirst complete remission, check “Primary
Induction Failure” and continue with question 22.

If “1st relapse” or “= 2nd relapse,” indicate if the relapse was “medullary” (in the
bone marrow), “extramedullary” (in organs or tissue outside the bone marrow) or
“both.”
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Question 21  What wastheinitial date of this disease status?

Enter the date the disease status was achieved.

NOTE:

If therecipient isin first complete remission at the time of transplant, then
the date entered in question 21 must be the same date entered in question
14, “ Date of first complete remission.”

If therecipient isin first relapse at the time of transplant, then the date
entered in question 21 must be the same date entered in question 16, “ Date
of first relapse.”

Hematologic Findings Just Prior to Conditioning

NOTE:

For questions 22—-25 report the most recent lab values obtained prior to the
onset of conditioning for thetransplant. Lab values obtained on thefirst day
of conditioning may bereported aslong asthe sample was drawn befor e any
radiation or chemotherapy was given.

Question 22  WBC:
Enter the white blood cell (WBC) count in 10%/L.

Question 23  Blastsin blood:

NOTE:

If adifferential was performed and there were no blasts present in the
peripheral blood, the lab report may not display a column for blasts. In this
case, it can be assumed that no blasts were present and “0” can be entered
on theform.

Enter the percent of blastsin the blood.
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Question 24  Blastsin bone marrow:

NOTE:

If the bone marrow pathology report statesarangefor blasts, enter the
aver age of therange rounded to the nearest whole number (e.g. if 0%—-5%,
enter 3%). If thereport states > 90% blasts, packed marrow, or sheets of
blasts, enter 91% on theform. If thereport states < 5% blasts, enter 4%.

Enter the percent of blastsin bone marrow.

Question 25 Date of bone marrow examination:

Enter the date the bone marrow was examined.
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Form 120, 520, 620 — Insert |11
Chronic Myelogenous L eukemia (CML)

Thisform is designed to obtain data on the recipient’ s hematologic and cytogenetic findings at the
time of diagnosis, on the course of disease prior to transplant, and the status of the disease just
prior to conditioning for transplant.

This form must be completed for al recipients whose primary disease reported on Form 120, 520,

620 question 8 is CML. Form 120, 520, 620 is not considered complete until all required disease-
specific inserts have been submitted to the Registry and are error free.

Form Key Fields:

A. Unrelated Recipient ID: - -

Enter the seven-digit NMDP Unrelated Recipient ID.

B. Recipient Last Name:

Print the recipient’s last namein all capital letters.

C. Unrelated Recipient Local 1D: (optional)

Enter your Transplant Center’slocal 1D for the recipient.

D. Today’'sDate:

Month Day Year
Enter the date on which you are completing this form.

E. TC Code:

Enter your Transplant Center’ s three-digit code.

F. Dateof Transplant for which thisform is being completed:

Month Day Year
Enter the date the transplant occurred. (Date of transplant is the date the stem cell infusion
was started.)
G. Product Type: O Marrow O PBSC O Cord blood
(Form 120) (Form 520) (Form 620)

Check the box that corresponds to the transplant product type.
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Question1  What was the date of diagnosis of Chronic Myelogenous Leukemia?

Enter the date the recipient was diagnosed with CML. The date of diagnosis will
usually be the date the bone marrow was obtained for examination. Do not enter
the date symptoms first appeared.

Hematologic Findings at Diagnosis of Chronic Myelogenous Leukemia

Question 2 Hemoglobin (only recipients untransfused within four weeks):

Leave this question blank if the recipient received either packed red blood cells or
whole blood within four weeks prior to being diagnosed.

Enter the hemoglobin in grams per deciliter (g/dL). If the hemoglobin at diagnosis
is not known, check “unknown.”

Question 3 Hematocrit (only recipients untransfused within four weeks):

Leave this question blank if the recipient received either packed red blood cells or
whole blood within four weeks prior to being diagnosed.

Enter the percent of hematocrit. If the hematocrit at diagnosisis not known, check
“unknown.”

Question 4  Platelets (only recipients untransfused within four weeks):

Leave this question blank if the recipient received single donor platelets or pooled
platelet concentrates within four weeks prior to being diagnosed.

Enter the plateletsin 10%L. If the platelet count at diagnosis is not known, check
“unknown.”

Question5  WBC:

Enter the white blood cell count (WBC) in 10%L. If the WBC at diagnosis s not
known, check “unknown.”

Question 6  Eosinophils:

Enter the percent of eosinophils. If the percent of eosinophils at diagnosisis not
known, check “unknown.”
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Question 7

Question 8

Question 9

Question 10

Question 11

Question 12

Basophils:

Enter the percent of basophils. If the percent of basophils at diagnosisis not
known, check “unknown.”

Blasts:

Enter the percent of blastsin the peripheral blood. If the percent of blasts at
diagnosisis not known, check “unknown.”

NOTE:

If adifferential was performed and there were no blasts present in the
peripheral blood, the lab report may not display a column for blasts. In this
case, it can be assumed that no blasts were present and “0” can be entered
on theform.

Did the recipient receive a splenectomy?
If “yes,” continue with question 10.

If “no,” continue with question 11.

Date:

Enter the date the splenectomy was performed.

Did the recipient receive chemo- or immunotherapy at any time prior to
pretransplant conditioning?

If “yes,” continue with question 12.

If “no,” continue with question 13.

Please specify drugs used:

Check “yes’ or “no” for each drug. If “Other,” specify the drug. Do not leave any
responses blank.
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Question 13 What was the status of the primary disease just prior to conditioning of recipient

for transplant?

If “First chronic phase,” continue with question 20.
If “Accelerated phase,” continue with question 14.
If “Blastic Phase,” continue with question 16.

If “Second or greater chronic phase (for those recipients who have not had a
previous BMT),” continue with question 18.

NOTE:

This option should be checked if therecipient isin second or greater chronic
phase at the time of transplant and has not had a previous stem cell
transplant.

If “Chronic phase following previous BMT,” continue with question 19.

NOTE:

This option should be checked if therecipient had a previous stem cell
transplant (including autologoustransplant) and, at the time of the
transplant for which thisform is being completed, isin a chronic phase.

If thisoption is checked, then the answer to Form 120, 520, 620 question 98,
“Wasthisthefirst transplant for thisrecipient?” must be“no,” and
questions 99-103 on the Form 120, 520, 620 must be completed.

Question 14  Wasthisthefirst accelerated phase?

Question 15

Indicate if thisisthe first time the recipient was in accelerated phase.

Indicate which of the following were present:

If accelerated phase isindicated, at least one condition in question 15 must be
checked.
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Question 16

Question 17

Question 18

Question 19

Check “yes’ or “no” for each condition. If condition was “Other,” specify the
condition. Do not leave any responses blank. Continue with question 20.

NOTE:
If any of the following peripheral blood or marrow findingsarereported as
indicationsfor accelerated phase, then the corresponding values must be
reported on page 3 of thisthe Form 120, 520, 620 in either the “ Peripheral
Blood Findings Immediately Prior to Conditioning” section or the“ M ost
Recent Bone Marrow Findings’ section.

Blood/Marrow Finding Corresponding Blood/Marrow Findings
Leukocytosis WBC > 100 x 10%/L (question 25)

Thrombocytopenia Platelets < 100 x 10%/L (question 24)

Thrombocytosis Platelets > 1000 x 10°/L (question 24)

> 10% blastsin blood or | Peripheral blood blasts (question 28) or bone marrow
marrow blasts (question 30, part 1) must be > 10%

> 20% basophils plus Percent eosinophils (question 26) plus percent basophils
eosinophils (question 27) must be = 20%

How many blast crises has the recipient ever experienced?

If blastic phase isindicated, question 28 (peripheral blood blasts) or question 30,
part 1 or part 2 (bone marrow blasts plus promyelocytes) must be > 30%.

Indicate the number of blast crises.

Indicate type of blast cells:

Indicate the type of blast cells. Continue with question 20.

How many chronic phases has the recipient experienced?

Indicate the number of chronic phases the recipient has had. Continue with
question 20.

Please specify:

Indicate if thiswas the first chronic phase, or greater than or equal to second
chronic phase post-transplant. Continue with question 20.
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Within Four Weeks Prior to Conditioning

Question 20 Did recipient receive red blood cell transfusions within four weeks prior to
conditioning?

Indicate if the recipient received red blood cell transfusions (packed red blood cells
or whole blood) within four weeks prior to conditioning. If the answer to question
20is"yes,” proceed to question 24 and do not complete questions 22 and 23.

NOTE:

If the answer to question 13is“First chronic phase,” then question 20 is
expected to be answered “no.”

Question 21  Did recipient receive platelet transfusions within four weeks prior to conditioning?

Indicate if the recipient received platelet transfusions (pooled platelet concentrate
or single donor concentrate) within four weeks prior to conditioning. If the answer
to question 21 is“yes,” do not complete question 24.

NOTE:

If the answer to question 13is“First chronic phase,” then question 21 is
expected to be answered “no.”

Peripheral Blood Findings Immediately Prior to Conditioning

NOTE:

For questions 2228, report the most recent lab values obtained prior to
onset of conditioning for transplant. Lab values obtained on thefirst day of
conditioning may be reported aslong as the sample was drawn befor e any
radiation or chemotherapy was given.
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Question 22

Question 23

Question 24

Question 25

Hemoglobin (only recipients untransfused within four weeks):

Leave this question blank if the recipient received either packed red blood cells or
whole blood within four weeks prior to transplant.

Enter the hemoglobin in grams per deciliter (g/dL). If the hemoglobin prior to
conditioning is not known, check *“unknown.”

NOTE:

If the answer to question 15is“anemia,” then the hemoglobin count must be
lessthan 8 g/dL.

Hematocrit (only recipients untransfused within four weeks):

Leave this question blank if the recipient received either packed red blood cells or
whole blood within four weeks prior to transplant.

Enter the percent of hematocrit. If the hematocrit prior to conditioning is not
known, check “unknown.”

Platelets (only recipients untransfused within four weeks):

Leave this question blank if the recipient received single donor platelets or pooled
platelet concentrates within four weeks prior to transplant.

Enter the platelet count in 10%/L. If the platelet count prior to conditioning is not
known, check “unknown.”

NOTE:

If the answer to question 15is*thrombocytopenia,” then the platelet count
must be lessthan 100 x 10%/L. If the answer to question 15 is
“thrombocytosis,” then the platelet count must be greater than 1000 x 10°%/L.

WBC:
Enter the WBC in 10°/L.

NOTE:

If the answer to question 15 is*“leukocytosis,” then the WBC count must be
greater than 100 x 107/L.
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Question 26 Eosinophils:

Enter the percent of eosinophils.

NOTE:

If the answer to question 15is*“ = 20% basophils plus eosinophils,” then the
sum of eosinophils (question 26) and basophils (question 27) must be
= 20%.

Question 27  Basophils:

Enter the percent of basophils.

NOTE:

If the answer to question 15is*“ = 20% basophils plus eosinophils,” then the
sum of eosinophils (question 26) and basophils (question 27) must be
=>20%.

Question 28 Blasts:

Enter the percent of blasts.

NOTE:

If the answer to question 15is“= 10% blastsin blood or marrow,” then
either question 28 or question 30 must be = 10%. If the answer to question
15is“=20% blasts plus promyelocytesin blood or marrow,” then the sum
of percent blasts (question 28) added to the sum of percent blasts plus
promyelocytes (question 30) must be = 20%.

Most Recent Bone Marrow Findings

Indicate the bone marrow findings just prior to conditioning.

Question 29  Date of the most recent bone marrow examination prior to conditioning (should be
within 30 days of conditioning but not more than six months prior to conditioning):

Enter the date of the most recent bone marrow examination.
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Question 30 Indicate the percent of blasts and promyel ocytes present according to the
laboratory’ s reporting method:

If your Transplant Center’ s laboratory report provides separate percentages for
blasts and promyelocytes, enter the percent of blasts and the percent of
promyelocytesin option “1.”

If your Transplant Center’ s |aboratory reported a combined percent of blasts plus
promyel ocytes, enter the percent blasts plus promyelocytesin option “2.”

If your Transplant Center’s laboratory provided a narrative report that stated less
than 5% blasts plus promyel ocytes, check option “3.”

Question 31  Myelofibrosis:

Indicate if myelofibrosis was “absent,” “mild,” “moderate,” “severe”’ or
“unknown.”

Question 32 Was Philadel phia chromosome (9;22 translocation or variant) present?

Indicate “yes,” “no,” or “not tested.” The response to this question must
correspond with the answer to Form 120, 520, 620 question 8, “Primary disease.”

Question 33  Was other cytogenetic abnormality present?

See Appendix O for alist of cytogenetic abbreviations/terms and their definitions,
and an explanation of how to read areport.

If “yes,” continue with question 34.

If “no,” or “not tested,” continue with question 35.
Question 34 Please specify:

Specify the other cytogenetic abnormality(ies).
Question 35 Was BCR-ABL rearranged?

Indicate “yes,” “no,” or “unknown.” The response to this question must correspond
with the answer to Form 120, 520, 620 question 8, “Primary disease.”
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Form 120, 520, 620 —Insert 1V
Other Leukemias

Thisform is designed to obtain data on the hematol ogic findings, cytogenetic abnormalities, and
stage of disease just prior to conditioning.

This form must be completed for all recipients whose primary disease on Form 120, 520, 620

guestion 8 is Other Leukemia. Form 120, 520, 620 is not considered complete until the appropriate
disease-specific insert is submitted to the Registry and is error free.

Form Key Fields:

A. Unrelated Recipient ID: - -

Enter the seven-digit NMDP Unrelated Recipient ID.

B. Recipient Last Name:

Print the recipient’s last namein all capital letters.

C. Unrelated Recipient Local 1D: (optional)

Enter your Transplant Center’slocal 1D for the recipient.

D. Today’'sDate:

Month Day Year
Enter the date on which you are completing this form.

E. TC Code:

Enter your Transplant Center’ s three-digit code.

F. Dateof Transplant for which thisform is being completed:

Month Day Year
Enter the date the transplant occurred. (Date of transplant is the date the stem cell infusion
was started.)
G. Product Type: O Marrow O PBSC O Cord blood
(Form 120) (Form 520) (Form 620)

Check the box that corresponds to the transplant product type.
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Question1  What was the date of diagnosis of the leukemia?

Enter the date the recipient was diagnosed with leukemia. The date of diagnosis
will usually be the date the bone marrow was obtained for examination. Do not
enter the date symptoms first appeared.

Hematologic Findings Immediately Prior to Conditioning

NOTE:

For questions 2-8, report the most recent lab values obtained prior tothe

onset of conditioning for thetransplant. Lab values obtained on the day of
conditioning may be reported aslong as the sample was drawn befor e any
radiation or chemotherapy was given.

Question2  Hemoglobin:

Enter the hemoglobin in grams per deciliter (g/dL).

Question3  WBC:

Enter the white blood cell count (WBC) in 10%/L.
Question4  Lymphocytes:

Enter the percent of lymphocytes.

Question 5 Platelets:
Enter the platelet count in 10%/L.

Question 6 Blastsin blood:

Enter the percent of blasts in blood.

NOTE:

If adifferential was performed and there were no blasts present in the
peripheral blood, the lab report may not display a column for blasts. In this
case, it can be assumed that no blasts were present and “0” can be entered
on theform.
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Question 7

Question 8

Question 9

Question 10

Question 11

Question 12

Blasts in bone marrow:

Enter the percent of blastsin bone marrow.

NOTE:

If the bone marrow pathology report statesarangefor blasts, enter the
aver age of therange rounded to the nearest whole number (e.g., if 0%—-5%,
enter 3%). If thereport states > 90% blasts, packed marrow, or sheets of
blasts, enter 91% on theform. If thereport states < 5% blasts, enter 4%.

Date of bone marrow examination:

Enter the date bone marrow examination was performed.

Did the recipient receive a splenectomy?

Indicate “yes’ or “no.”

Was (were) cytogenetic abnormality(ies) present prior to conditioning?
If “yes,” continue with question 11.

If “no” or “unknown,” continue with question 12.

Please specify:

See Appendix O for alist of cytogenetic abbreviations/terms and their definitions,
and an explanation of how to interpret a cytogenetic report.

List the specific cytogenetic abnormality(ies) that was (were) present prior to
conditioning.

What was the status of the primary disease immediately prior to conditioning of
recipient for transplant?

Indicate the status of the primary disease immediately prior to conditioning.

If the recipient’s disease is JCML, and the recipient received treatment prior to
transplant, write “N/A” in the margin.
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Question 13 What wasthe initial date this disease status was achieved?

Enter the date this disease status was achieved.

NOTE:
Thisdate must be equal to or later than the diagnosis date in question 1.
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Form 120, 520, 620 — Insert V
Myelodysplasia/M yelopr olifer ative Disorders (MDS/M PD)

Thisform is designed to obtain data on the FAB classification at diagnosis and just prior to
conditioning for transplant; prior disease history and treatment; and hematologic, bone marrow,
and cytogenetic findings at diagnosis and just prior to conditioning for transplant.

This form must be completed for all recipients whose primary disease on Form 120, 520, 620
guestion 8 is either MDS/MPD or AML that evolved from a Myelodysplastic Syndrome. It isalso
required for recipients with inherited abnormalities of erythrocyte differentiation (e.g., Fanconi
Anemia) that evolved into a myelodysplastic syndrome prior to transplant. Form 120, 520, 620 is
not considered complete until the appropriate disease-specific insert has been submitted to the
Registry and is error free.

Form Key Fields:

A. Unrelated Recipient ID: - -

Enter the seven-digit NMDP Unrelated Recipient ID.

B. Recipient’sLast Name:

Print the recipient’s last namein all capital letters.

C. Unrelated Recipient Local 1D: (optional)

Enter your Transplant Center’slocal 1D for the recipient.

D. Today’'sDate:

Month. Day ~ Year
Enter the date on which you are completing this form.

E. TC Code:

Enter your Transplant Center’ s three-digit code.

F. Dateof Transplant for which thisform isbeing completed:

Month Day Year
Enter the date the transplant occurred. (Date of transplant is the date the stem cell infusion
was started.)
G. Product Type: O Marrow O PBSC O Cord blood
(Form 120) (Form 520) (Form 620)

Check the box that corresponds to the transplant product type.
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Question1  What was the date of diagnosis of myelodysplastic/myel oproliferative disorder?

NOTE:

The diagnosis of MDS is made by examining the bone marrow of patientswho
have a cytopenia or pancytopenia. The date the bone marrow isobtained is
usually an adequate date of diagnosis. An exception to thisruleisa patient with
aplastic anemia who, many years after the diagnosis of aplastic anemia, hasa
FISH study performed on blood cells and a chromosomal abnormality is
demonstrated. The date of thisblood study isthe date of diagnosis of MDS.

Enter the date the recipient was diagnosed with an MDS/MPD disorder. Do not
enter the date symptoms first appeared.

Question 2 FAB type at diagnosis (this may differ from FAB type immediately prior to
conditioning):

NOTE:
Thereported FAB classification for myelodysplastic syndromes should be based on
thefollowing standard FAB classification criteria: Refractory Anemia (RA),
Refractory Anemia with Excess Blasts (RAEB), Refractory Anemia with Excess
Blastsin transformation (RAEB-t), Chronic Myelomonocytic L eukemia (CMML)
and Acquired I diopathic Sideroblastic Anemia (RARS) are all classified as
Myelodysplastic Syndromes. The other diagnoseslisted in question 2 are
Myeloproliferative Disorders and are not addressed in the following table.

FAB CLASSIFICATION OF MDS
RA RARS RAEB CMML RAEB-t

BLOOD

Cytopenia (s) + + + + +

M onocytes > 1 x 10%/L*

Blasts (%) < 1* <1* < b* < b* > 5**
BONE MARROW

Blasts (%) <5* <5* 5-20* 0-20* 21-30**
Auer rods - - - - +

Dysplasia + + ++ ++ ++

Ringed sideroblasts (%) | < 15* 2> 15* Variable Variable Variable

* Required for diagnosis (see atypical cases below.)
** One of these features must be present for diagnosis.

Patients with > 30% blastsin the bone marrow are classified asAML.
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NOTE:
Atypical Cases

o Patientswith either neutropenia and/or thrombocytopenia, but without anemia,
should be classified as RA (it should berefractory cytopenia).

o Patientswith blood blast count between 1% -4% and a marrow blast count
< 5% should be classified as RAEB.

e Patientswith > 15% ringed sideroblastsand = 5% blastsin the bone marrow
should be classified as RAEB or RAEB-t, and not as RARS.

o Patientswith a blood blast count between 5% —-30% and a marrow blast count
between 5%—-20% should be classified as RAEB-t.

e Patientswith blastswith Auer rods and a marrow blast count between 1% —
20% should be classified as RAEB-t.

e Patientswith a blood blast count > 5%, monocytosis, and a marrow blast count
< 20% should be classified as RAEB-t.

o Patientswith a blood blast count > 30%, but a marrow blast count < 30%,
should be classified asAML.

Indicate the FAB type that was present at diagnosis.

If the FAB type was “ Other myelofibrosis or myelosclerosis,” specify the condition
and continue with question 3.

Question 3  Classification of other myelofibrosis:

Refer to the appendix on page 7 of the form to determine the classification. If
classification is“Other,” specify the condition.

Question4  Wasthis a secondary (therapy-linked) disorder?

Indicate if the MDS/MPD disorder resulted from treatment the recipient received
for aprior disease. This treatment is usually radiation or chemotherapy.

If “yes,” continue with question 5.

If “no,” or “unknown,” continue with question 11.

Question5  Cite prior disease (malignant or nonmalignant):

Indicate the prior disease. If “Other,” specify the prior disease.
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Question 6  What was the date of diagnosis of prior disease?

Enter the date the prior disease was diagnosed. This date must be prior to the date
of diagnosis of the MDS/MPD diagnosis.

Question 7 Treatment for prior disease included:
to
Question 10 Indicate all treatments the recipient received for the prior disease. If the recipient
received atreatment not listed, but which is thought to have contributed to
development of MDS/MPD, check “yes’ for other and specify the treatment.

Question 11  Did recipient have other predisposing conditions prior to diagnosis of hematologic
disorder?
If “yes,” continue with question 12.

If “no” continue with question 13.

NOTE:

If theresponseto question 12 is Fanconi Anemia, it must bethe primary
disease reported on Form 120, 520, 620 question 8.

Question 12 Please specify:

Indicate the predisposing condition. If the condition is* Other,” specify the
condition. This could include environmental exposures, e.g., exposure to benzene.

Clinical Features at Diagnosis

Question 13 Did recipient have systemic symptoms (fever, sweats, weight loss > 10%) at
diagnosis?

Check “yes,” “no,” or “unknown.”

Question 14  Did recipient have splenomegaly at diagnosis?
Indicate if the spleen was enlarged at diagnosis.

Check “yes,” “no,” or “unknown.”

Question 15  Did recipient have hepatomegaly at diagnosis?
Indicate if the liver was enlarged at diagnosis.

Check “yes,” “no,” or “unknown.”
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Hematologic Findings at Diagnosis

The responses to questions 16-21 must be obtained from a complete blood count (CBC) and white
cell differential (the percentage of different types of white blood cells) that was performed at
diagnosis of MDS/MPD and before any treatment was administered for MDS/MPD.

Question 16  Hemoglobin (untransfused):

Leave this question blank if the recipient received packed red blood cells or whole
blood within one week prior to diagnosis.

Enter the hemoglobin at diagnosisin (grams per deciliter) g/dL. If the hemoglobin
Is not known, check “unknown.”

Question 17  Platelets (untransfused):

Leave this question blank if the recipient received single donor platelets or pooled
platelet concentrates within one week prior to diagnosis.

Enter the platelets at diagnosisin 10%L. If the platelet count is not known, check
“unknown.”

Question 18 WBC:

Enter the white blood cell count (WBC) at diagnosisin 10%L. If the WBC is not
known, check “unknown.”

NOTE:

Y ou cannot make the diagnosis of MDS without having the blood
differential. Therefore, the per centage of neutrophils, monocytes and blasts
should be available. If the blood data are not available, some effort may be
necessary to produce these important values.

The blood differential is expressed as a percentage. In normal individuals, it
includesthe following categories: segs, bands, eosinophils, basophils,
monocytes, and lymphocytes. In patientswith MDS, the differential can also
include: metamyelocytes, myelocytes, promyelocytes, and blasts.

The per centage of neutrophilsisthe sum of the per centages of segs, bands,
metamyelocytes, myelocytes, and promyelocytes. In the great majority of
patients, the total neutrophil count is made up of mostly segs and a few
bands.
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Question 19  Neutrophils:

Enter the percent of neutrophils at diagnosis. If the percent of neutrophilsis not
known, check “unknown.”

Question 20 Monocytes:

Enter the percent of monocytes at diagnosis. If the percent of monocytesis not
known, check “unknown.”

Question 21  Blastsin blood:

NOTE:

If differential was performed and there were no blasts present in the
peripheral blood, the lab may not display a column for blasts. In thiscase, it
can be assumed that no blasts were present and “0” can be entered on the
form.

Enter the percent of blasts in the blood at diagnosis. If the percent of blastsin the
blood is not known, check “unknown.”

Bone Marrow Findings_at Diagnosis

The responses to questions 22—25 must be obtained from a bone marrow examination that was
performed at diagnosis of MDS/MPD and before any treatment (other than transfusions) was
administered for MDS/MPD.

NOTE:

Y ou cannot make the diagnosis of MDS without the bone marrow aspiration
findings. However, sometimes no marrow tissue can be aspirated because of
the presence of fibrosisor technical difficulties. The diagnosisof MDSin
these casesis based upon the marrow biopsy, which cannot provide a
differential (the percentage of different types of marrow cells). However,
some institutions perform touch preparations with the biopsy so that a
differential can be made. Differential findings areimportant to validatethe
diagnosis. Please make every effort to locate and report these data.
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Question 22 Was abone marrow examination done at first diagnosis of hematologic disorder?
If “yes,” continue with question 23.

If “no” or “unknown,” continue with question 26.

Question 23 Cdlularity:

The best way to assess the cellularity isto examine the bone marrow biopsy so,
when available, use the biopsy findings to report the cellularity.

Indicate if the cellularity of the bone marrow was “ decreased,” “normal,”
“increased,” or “unknown.”

Question 24  Fibrosis:

NOTE:

Fibrosis can only be assessed by a marrow biopsy. Although fibrosis can
sometimes be seen in the HE or Giemsa preparations, it often requires
special stains such asthereticulin stain and the trichrome stain.

Indicate if fibrosisin the bone marrow was “absent,” “mild,” “moderate,” “severe,”
or “unknown.”

Question 25 Blastsin marrow:

NOTE:

The bone marrow blast count must be provided, asthe MDS FAB
classification cannot be defined without a marrow blast count. If the bone
marrow pathology report statesarangefor blasts, enter the average of the
range rounded to the near est whole number (e.g., 0%—-5%, enter 3%). If the
report states> 90% blasts, packed marrow, or sheetsof blasts, enter 91%
on theform. If thereport states< 5% blasts, enter 4% on the form.

Enter the percent of blasts.

Question 25a Were Auer rods present?

Indicate if the bone marrow examination revealed the presence of Auer rods
(bodies) in the cytoplasma of the bone marrow cells.
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Cytogenetics at Diagnosis

NOTE:

Currently a marrow chromosome study is part of the standard evaluation of
a patient with MDS.

Question 26 Were tests done to detect a cytogenetic abnormality at first diagnosis of
hematologic disorder?

See Appendix O for alist of cytogenetic abbreviations/terms and their definitions,
and an explanation of how to read a cytogenetic report.

If “tests done,” continue with question 27.
If “tests attempted, but no evaluable metaphases obtained,” “no tests done,” or
“unknown,” continue with gquestion 30.

Question 27 Number of metaphases:

NOTE:

Metaphase refersto the cell stage at which chromosomes are examined. The
number of cells examined is equivalent to the number of metaphases
examined.

Enter the number of metaphases.

Question 28  Was the karyotype normal ?

NOTE:

Karyotyperefersto the designation of the results of the chromosome
analysis. The karyotype may be defined at a cell level, a cell line or clone
level, or at the level of the entireindividual.

If “yes,” continue with question 30.

If “no,” continue with question 29.

Question 29  Specify abnormality:

Indicate “yes’ or “no” for each abnormality listed. If “other,” specify the
abnormality. Do not |eave any responses blank.
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Treatment Prior to Conditioning

Question 30  Did recipient receive treatment for myel odyspl astic/myel oproliferative disorder
prior to conditioning?

If “yes,” continue with question 31.

If “no” or “unknown,” continue with question 32.

Question 31 Specify treatments:

For each treatment given, enter the date the treatment was started, therapy
indication code, agent code, and response code. If “Other,” specify the treatment
that was given. Refer to the chart at the bottom of page 4 of the form for the
indication, agent, and response codes.

Clinical Features Just Prior to Conditioning

Patients with MDS can progress from RA/RARS = RAEB = RAEB-t = AML, or from CMML
= RAEB-t = AML. Certain treatments can revert the disease to an earlier stage. For instance, a
patient could have evolved into RAEB-t and with therapy be in complete remission (which means
practically normal counts) or in RA phase prior to conditioning (no blasts but still pancytopenic
and dysplastic marrow.)

Question 32  Did recipient transform to adifferent FAB classification or stage prior to
conditioning?

Answer this question “yes’ if the recipient’s disease evolved to another FAB
classification (including AML) after diagnosis. It is possible to report the same
FAB classification in question 33 asin question 2, “FAB at diagnosis,” if the
recipient’ s disease transformed to a more severe form of the disease and then, after
treatment, reverted to the FAB at diagnosis. Continue with question 33.

Answer this question “yes, with subsequent complete remission” if the recipient’s
disease transformed to another FAB classification after diagnosis and then, after
treatment, went into complete remission. Continue with question 33.

Answer this question “no” if the recipient’ s disease did not transform to another
FAB classification after diagnosis. Recipients with a myeloproliferative disorder
generally will not change to another diagnosis during the course of the disease.
Continue with question 36.
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Question 33

Question 34

Question 35

Question 36

NOTE:

On Form 120, 520, 620 question 8, report the primary disease for which this
transplant is being performed as the most seriousform the disease
transformed to (e.g., RA to RAEB to RA, report RAEB; or RAEB to AML
toRA, report AML).

Indicate FAB classification or stage at time of transplant, or if in complete
remission, the most recent FAB stage:

NOTE:

See FAB classification criteriafor MDSin the Note box for question 2 of
theseinstructions.

Indicate the FAB classification or stage at time of transplant and continue with
guestion 35.

If the recipient transformed to AML and is not in remission, check “ Other

myel odysplasia or myeloproliferative disorder,” and specify “AML.” If the
recipient transformed to AML, but at the time of transplant isin RA, report “RA”
asthe FAB.

If stage is“Other myelofibrosis or myelosclerosis,” continue with question 34.

Classification of myelofibrosis:

Indicate the classification of myelofibrosis. Refer to the appendix on page 7 of the
form to determine the classification. If the classification is“ Other,” specify the
condition.

Date of most recent transformation:

Enter the date the disease transformed to the FAB classification indicated in
guestion 33.

Did recipient have systemic symptoms (fever, sweats, weight loss > 10%) just prior
to conditioning?

Indicate “yes,” “no,” or “unknown.”
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Question 37  Did recipient have splenomegaly just prior to conditioning?

Indicate if the recipient had an enlarged spleen just prior to conditioning for
transplant. If the recipient’s spleen was removed prior to conditioning, check
“splenectomy.”

If “yes,” continue with question 38.

If “no,” “splenectomy,” or “unknown,” continue with question 39.

Question 38  cm below left costal margin:

Enter how many centimeters (cm) the spleen extends below the left costal margin.

Question 39  Did recipient have hepatomegaly just prior to conditioning?

Indicate if the recipient had an enlarged liver just prior to conditioning for
transplant.

Check “yes,” “no,” or unknown.”

Hematologic Findings Just Prior to Conditioning

NOTE:

For questions 4047 report the most recent lab values obtained prior to the
onset of conditioning for thetransplant. Lab values obtained on thefirst day
of conditioning may bereported aslong as the sample was drawn befor e any
radiation or chemother apy was given.

Question 40 Did therecipient receive ared cell transfusion within four weeks of conditioning?

This question should be answered “yes’ if the recipient received either whole
blood or packed red cells within four weeks prior to conditioning for transplant.

If “yes,” continue with question 42.

If “no,” continue with question 41.

Question 41  Hemoglobin:

Enter the hemoglobin concentration in grams per deciliter (g/dL).
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Question 42

Question 43

Question 44

Question 45

Question 46

Did the recipient receive a platel et transfusion within four weeks of conditioning?

This question should be answered “yes’ if the recipient received either single
donor platelets or platelet concentrates within four weeks prior to conditioning for
transplant.

If “yes,” continue with question 44.

If “no,” continue with question 43.

Platel ets:

Enter the platelet count in 10%/L.

WBC:
Enter the white blood count (WBC) in 107/L.

NOTE:

Y ou cannot make the diagnosis of MDS without having the blood
differential. Therefore, the per centage of neutrophils, monocytes, and blasts
should be available. If the blood data are not available, some effort may be
necessary to produce these important values.

The blood differential is expressed as percentage. I|n normal individuals, it
includesthe following categories: segs, bands, eosinophils, basophils,
monocytes, and lymphocytes. In patientswith MDS, the differential can also
include: metamyelocytes, myelocytes, promyelocytes, and blasts.

The per centage of neutrophilsisthe sum of the per centages of segs, bands,
metamyelocytes, myelocytes, and promyelocytes. In the great majority of
patients, the total neutrophil count is made up of mostly segs and a few
bands.

Neutrophils:

Enter the percent of neutrophils.

Monocytes:

Enter the percent of monocytes.
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Question 47 Blastsin blood:

NOTE:

If adifferential was performed and there were no blasts present in the
peripheral blood, the lab report may not display a column for blasts. In this
case, it can be assumed that no blasts were present and “0” can be entered
on theform.

Enter the percent of blastsin the blood.

Bone Marrow Findings Just Prior to Conditioning

NOTE:

Y ou cannot make the diagnosis of MDS without the bone marrow aspiration
findings. However, sometimes no marrow tissue can be aspirated because of
the presence of fibrosisor technical difficulties. The diagnosisof MDSin
these casesis based upon the marrow biopsy, which cannot provide a
differential (the percentage of different types of marrow cells). However,
some institutions perform touch preparations with the biopsy so that a
differential can be made. Differential findings areimportant to validate the
diagnosis. Please make every effort to locate and report these data.

Question 48  Date of most recent bone marrow examination:

Enter the date of the most recent bone marrow examination.

Question 49  Cdlularity:

The best way to assess the cellularity is to examine the bone marrow biopsy so,
when available, use the biopsy findings to report the cellularity.

Indicate if the cellularity of the bone marrow was “ decreased,” “normal,”
“increased,” or “unknown.”
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Question 50  Fibrosis:

NOTE:

Fibrosis can only be assessed by a marrow biopsy. Although fibrosis can
sometimes be seen in the HE or Giemsa preparations, it often requires
special stains such asthereticulin stain and the trichrome stain.

Indicate if fibrosisin the bone marrow was “absent,” “mild,” “moderate,” “severe,”
or “unknown.”

Question 51  Blastsin marrow:

NOTE:

The bone marrow blast count must be provided, asthe MDS FAB
classification cannot be defined without a marrow blast count. If the bone
marrow pathology report statesarangefor blasts, enter the average of the
range rounded to the nearest whole number; e.g., 0% 5%, enter 3%. If the
report states> 90% blasts, packed marrow, or sheetsof blasts, enter 91%
on theform. If thereport states< 5% blasts, enter 4% on the form.

Enter the percent of blasts in the bone marrow.

Question 51a Were Auer rods present?
Indicate if the bone marrow examination revealed the presence of Auer rods
(bodies) in the cytoplasma of the bone marrow cells.

Question 52 Indication for bone marrow transplant:

Indicate the reason the bone marrow transplant is being performed. If “other,”
specify the indication.

Cytogenetics After Treatment

Question 53  Were tests done to detect a cytogenetic abnormality after treatment?

See Appendix O for alist of cytogenetic abbreviations/terms and their definitions,
and an explanation of how to read a cytogenetic report.

Indicate if cytogenetic tests were performed or attempted after the MDS/MPD was
treated but prior to transplant. If question 53 is answered “tests done,” continue

with question 54.
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Question 54 In all tests done, was the karyotype normal ?

Indicate “yes’ or “no.” If “no” continue with question 55.

NOTE:

Karyotyperefersto the designation of theresults of the chromosome
analysis. The karyotype may be defined at a cell level, acell lineor clone
level, or at the level of the entire individual.

Question 55  Specify abnormality(ies):

Indicate “yes’ or “no” for each abnormality listed. If “other,” specify the
abnormality. Do not leave any responses blank.
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Form 120, 520, 620 —Insert VI
Multiple Myeloma

Thisform is designed to capture more detailed data on the immunochemical type and stage of
multiple myeloma, and laboratory findings just prior to conditioning.

This form must be completed for al recipients whose primary disease reported on Form 120, 520,
620 question 8 is multiple myeloma or plasma cell disorder. Form 120, 520, 620 is not considered
complete until the appropriate disease-specific insert has been submitted to the Registry and is
error free.

Form Key Fields:

A. Unrelated Recipient ID: - -

Enter the seven-digit NMDP Unrelated Recipient ID.

B. Recipient Last Name:

Print the recipient’s last namein all capital letters.

C. Unrelated Recipient Local 1D: (optional)

Enter your Transplant Center’slocal 1D for the recipient.

D. Today’'sDate:

Month Day Year
Enter the date on which you are completing this form.

E. TC Code:

Enter your Transplant Center’s three-digit Transplant Center.

F. Dateof Transplant for which thisform is being completed:

Month Day Year
Enter the date the transplant occurred. (Date of transplant is the date the stem cell infusion
was started.)
G. Product Type: O Marrow O PBSC O Cord blood
(Form 120) (Form 520) (Form 620)

Check the box that corresponds to the transplant product type.
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Question1  What was the date of diagnosis of multiple myeloma?

Enter the date the recipient was diagnosed with multiple myeloma or another
plasma cell disorder. Do not enter the date symptoms first appeared.

Question 2  What was the immunochemical type?

Indicate the immunochemical type. If the type was “Light chains only,” specify the
type of light chain.

Question 3  What was the staging of the multiple myeloma at the time of the transplant?

According to the criterialisted on the form, indicate “ Stage |,” “ Stage I1,” or
“Stagellll.”

Laboratory Findings Immediately Prior to Conditioning

NOTE:

For questions 4—7 report the most recent lab values obtained prior to the
onset of conditioning for thetransplant. Lab values obtained on the day of
conditioning may be reported aslong as the sample was drawn befor e any
radiation or chemother apy was given.

Question 4 Serum calcium:

Enter the serum calcium in milligrams per deciliter (mg/dL).

Question5  Serum M component concentration:

Serum M component may be listed on the lab report as a paraprotein or a
monoclonal protein. Serum M components are determined by
immunoel ectrophoresis.

Enter the serum M component concentration in grams per deciliter (g/dL).

Question 6 24 hour urine light chain excretion:

Enter the 24 hour urine light chain excretion in grams per 24 hours (g/24 hours).

Question 7 Serum beta 2 microglobulin:

Enter the serum beta 2 microglobulin in milligrams per deciliter (mg/dL).

Question 8  Wasrecipient refractory to chemotherapy prior to conditioning?

Indicate if the recipient was not responding to treatment prior to conditioning.
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Form 120, 520, 620 —Insert V11
Other Malignancy

Thisform is designed to obtain more detailed data on the recipient’ s disease. This form must be
completed for al recipients whose primary disease reported on the Form 120, 520, 620 question 8
is Other malignancy. Form 120, 520, 620 is not considered complete until the appropriate disease-
specific insert has been submitted to the Registry and is error free.

Form Key Fields:

A. Unrelated Recipient ID: - -

Enter the seven-digit NMDP Unrelated Recipient ID.

B. Recipient Last Name:

Print the recipient’s last namein all capital letters.

C. Unrelated Recipient Local 1D: (optional)

Enter your center’slocal ID for the recipient.

D. Today’'sDate:

Month Day Year
Enter the date on which you are completing this form.

E. TC Code:

Enter your center’ s three-digit Transplant Center code.

F. Dateof Transplant for which thisform is being completed:

Month Day Year
Enter the date the transplant occurred. (Date of transplant is the date the stem cell infusion
was started.)
G. Product Type: O Marrow O PBSC O Cord blood

(Form 120) (Form 520) (Form 620)
Check the box that corresponds to the transplant product type.
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Question1  What was the diagnosis?

Enter the diagnosis.

Question 2  What was the subtype?

Provide the subtype of the disease if there is one indicated. If a subtype was not
described, write in “not described.”

Question 3  What was the stage (if appropriate)?

Provide the stage of the disease just prior to conditioning for transplant if it is
appropriate for the diagnosis. If the stage is not indicated, writein “N/A.”

Question4  What was the date of diagnosis?

Enter the date the malignancy was diagnosed. Do not enter the date the symptoms
first appeared.
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Form 120, 520, 620 —Insert V111
Aplastic Anemia

Thisform is designed to obtain data on the etiology of the aplastic anemia, treatments the recipient
received prior to transplant, and hematologic findings at diagnosis and just prior to conditioning
for transplant.

This form must be completed for al recipients whose primary disease reported on Form 120, 520,
620 question 8 is severe aplastic anemia or Diamond-Blackfan anemia. It is aso required for
patients transplanted for Fanconi anemia if the disease has not transformed to acute leukemia or
myel odysplastic syndrome. Form 120, 520, 620 is not considered complete until the appropriate
disease-specific insert has been submitted to the Registry and is error free.

Form Key Fields:

A. Unrelated Recipient ID: - -

Enter the seven-digit NMDP Unrelated Recipient ID.

B. Recipient Last Name:

Print the recipient’s last namein all capital letters.

C. Unrelated Recipient Local 1D: (optional)

Enter your Transplant Center’slocal 1D for the recipient.

D. Today’'sDate:

Month Day Year
Enter the date on which you are completing this form.

E. TC Code:

Enter your Transplant Center’ s three-digit code.

F. Dateof Transplant for which thisform is being completed:

Month Day Year
Enter the date the transplant occurred. (Date of transplant is the date the stem cell infusion
was started.)
G. Product Type: O Marrow O PBSC O Cord blood
(Form 120) (Form 520) (Form 620)

Check the box that corresponds to the transplant product type.
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Question1  What was the date of diagnosis of aplastic anemia?

Enter the date the recipient was diagnosed with aplastic anemia. The date of
diagnosis will usualy be the date the bone marrow was obtained for examination.
Do not enter the date symptoms first appeared.

Question2  What was the etiology?

The answer to this question must be the same as the answer to Form 120, 520, 620
guestion 8, “Primary Disease.”

Indicate the etiology (cause) of the severe aplastic anemia. If the cause is not
known, check “Idiopathic.”

If etiology was “Hepatitis,” specify the type of hepatitis.
If etiology was “Drug induced,” specify the drug.

If “Other,” specify the known cause.

NOTE:

If the etiology is Fanconi anemia, and the disease hastransformed to AML,
ALL, or MDS, complete the corresponding disease insert instead of Insert
VIII.

Hematologic Findings at Diagnosis of Aplastic Anemia

Question 3  Hemoglobin (untransfused):

Enter the hemoglobin in grams per deciliter (g/dL) as determined at the time of
diagnosis.

Leave this question blank if the recipient received either packed red cells or whole
blood.

Question4  Hematocrit:

Enter the percent of hematocrit as determined at the time of diagnosis. If the
hematocrit at diagnosis is not known, check “unknown.”

Question 5 RBC:

Enter the red blood cell count (RBC) in 10%%/L as determined at the time of
diagnosis. If the RBC count at diagnosisis not known, check “unknown.”
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Question 6  Uncorrected reticulocytes:

Enter the uncorrected percentage of reticulocytes as determined at the time of
diagnosis. If the uncorrected reticulocyte percentage at diagnosis is not known,
check “unknown.”

Question7  WBC:

Enter the white blood cell count (WBC) in 10%L as determined at time of
diagnosis.

Question 8  Granulocytes:

Enter the percent of granulocytes as determined at time of diagnosis. Percent of
granulocytes should equal the sum of the percent of neutrophils, basophils, and
eosinophils.

Question 9 Platelets:
Enter the plateletsin 10%L as determined at time of diagnosis.

Question 10  Hasrecipient received prior treatment for aplastic anemia?
If “yes,” continue with question 11.

If “no,” continue with question 13.

Question 11  Please specify what treatments were given:

See Appendix M for alist of trade names under which generic drugs are
manufactured.

Check “yes’ or “no” for each treatment listed. Do not |eave any responses blank.
If other immunosuppression was used, please specify the drug.
If cytokines were given, continue with question 12.

If other treatment was given, specify the treatment.

Question 12 What cytokines were given?

Check “yes’ or “no” for each cytokine listed. Do not |eave any responses blank. If
“Other,” specify the cytokine.
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Within Four Weeks Prior to Conditioning

Question 13  Did recipient receive red blood cell transfusions within four weeks prior to
conditioning?

Indicate if the recipient received either packed red blood cells or whole blood
within four weeks prior to conditioning. If “yes,” do not answer questions 15 and
16.

Question 14  Did recipient receive platelet transfusions within four weeks prior to conditioning?

Indicate if the recipient received either single donor platelets or pooled platel et
concentrates within four weeks prior to conditioning. If “yes,” do not answer
question 17.

Peripheral Blood Findings Immediately Prior to Conditioning

NOTE:

For questions 15-20 report the most recent lab values obtained prior to
onset of conditioning for thetransplant. Lab values obtained on the day of
conditioning may be reported aslong as the sample was drawn befor e any
radiation or chemother apy was given.

Question 15  Hemoglobin (only recipients untranfused within four weeks):

Leave this question blank if the recipient received packed red blood cells or whole
blood within four weeks prior to conditioning.

Enter the hemoglobin concentration in gm/dL.

Question 16  Hematocrit (only recipients untranfused within four weeks):

Leave this question blank if the recipient received packed red blood cells or whole
blood within four weeks prior to conditioning.

Enter the percent of hematocrit.
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Question 17

Question 18

Question 19

Question 20

Platelets (only recipients untransfused within four weeks):

Leave this question blank if the recipient received single donor platelets or pooled
platelet concentrates within four weeks prior to conditioning.

Enter the plateletsin 10%/L.

WBC:
Enter the white blood cell count (WBC) in 10%/L.

Granulocytes:

Enter the percent of granulocytes. Percent of granulocytes should equal the sum of
the percentages of neutrophils, basophils, and eosinophils.

Blasts:

Enter the percent of blasts found in the peripheral blood. Aplastic anemia patients
should have 0% blasts.

NOTE:

If adifferential was performed, and there were no blastspresent in the
peripheral blood, the lab report may not display a column for blasts. In this
case, it can be assumed that no blasts were present and “0” can be entered
on theform.

Copyright 0 2001 National Marrow Donor Program”. All Rights Reserved.
Page 105 of 357

Manual: Search and Follow-up Forms Instruction manual
Document Title: Form 120, 520, 620 Insert VIII

Document Number: M002_C0010 12/21/2001
Effective Date: 12/21/2001

Replaces: N/A

Verified: 12/21/2001
Approved: 12/21/2001
Signatures on fileat NMDP






|nstructions
for
Form 120, 520, 620 —Insert I X
Hodgkin and Non-Hodgkin Lymphoma

NATIONAL MARROW DONOR PROGRAM"

Copyright [0 2001 National Marrow Donor Program. All rights reserved.







Form 120, 520, 620 —Insert 1 X
Hodgkin and Non-Hodgkin Lymphoma

Thisform is designed to obtain data on the recipient’ s hematol ogic and immunologic status just
prior to conditioning for transplant.

This form must be completed for al recipients whose primary disease on Form 120, 520, 620
guestion 8 is Non-Hodgkin lymphoma or Hodgkin lymphoma. Form 120, 520, 620 is not
considered complete until the appropriate disease-specific insert is submitted to the Registry and is
error free.

Form Key Fields:

A. Unrelated Recipient ID: - -

Enter the seven-digit NMDP Unrelated Recipient ID.

B. Recipient Last Name:

Print the recipient’s last namein all capital letters.

C. Unrelated Recipient Local 1D: (optional)

Enter your Transplant Center’slocal 1D for the recipient.

D. Today’'sDate:

Month Day Year
Enter the date on which you are completing this form.

E. TC Code:

Enter your Transplant Center’ s three-digit code.

F. Dateof Transplant for which thisform isbeing completed:

Month Day Year
Enter the date the transplant occurred. (Date of transplant is the date the stem cell infusion
was started.)
G. Product Type: O Marrow O PBSC O Cord blood

(Form 120) (Form 520) (Form 620)
Check the box that corresponds to the transplant product type.
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Question1  Date of diagnosis of lymphoma:
Enter the date the recipient was diagnosed with lymphoma.

Question 2  What was lymphoma histology at diagnosis?

Indicate the lymphoma histology using the 2-digit codes in the boxed list below the
question. If the histiology is * 05 Other Hodgkin lymphoma,” 25 Composite,” “36
Other periphera T-cell lymphoma,” or “38 Other non-Hodgkin lymphoma,
unclassified,” complete the “ Specify” line to record the diagnosis.

Question 3 Immune phenotype at diagnosis:
Indicate if the phenotype was “B-cell,” “T-cdll,” “NK-cell,” “Null,” “Other,” or
“Unknown.” If “Other,” use the “specify” line to record the phenotype.

Question 4  Did histologic transformation occur after diagnosis?
If “yes,” continue with question 5.

If “no,” continue with question 7.

Question 5  Date of transformation:
Enter the date of the histiologic transformation.

Question 6  New histiology:

Indicate the new lymphoma histology using the 2-digit codes in the boxed list
below question 2. If the histiology is “ 05 Other Hodgkin lymphoma,” “25
Composite,” “36 Other peripheral T-cell lymphoma,” or “38 Other non-Hodgkin
lymphoma, unclassified,” complete the “specify” lineto record the diagnosis.

Stage at Time of Diagnosis

Question 7 Organ involvement at diagnosis:

Choose the level of organ involvement from the accompanying list. If “Other,” use
the “specify” lineto record the level of organ involvement.

Question 8  Symptoms at diagnosis:

If the recipient experienced unexplained weight loss > 10% body weight in six
months before treatment, unexplained fever > 38°C, or night sweats, choose item
“2-B” from thelist. If none of the listed symptoms were present, choose item “ 1—
A.” If “unknown,” chooseitem 3.
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Question 9

Question 10

Question 11

Question 12

Question 13

Question 14

Question 15

Was there extranodal or splenic involvement at diagnosis?
If “yes,” continue with question 10.

If “no” or “unknown,” continue with question 11.

Specify sites:

Indicate “yes’ or “no” for each site listed. Do not leave any responses blank.

LDH at diagnosis:

Record the recipient’s LDH level at diagnosis of lymphoma, then indicate the unit
of measurement used to report the value.

Upper limit of normal for LDH:

Enter your institution’s upper limit of normal for LDH level in the same unit of
measurement reported in question 11.

Was amediastinal mass present at diagnosis?

Indicate “ yes,” “no,” or “unknown.”

Enter age-appropriate Karnofsky or Lansky score at diagnosis:

Two scales are used to report the functional status of the recipient prior to
conditioning. The Karnofsky Scale is designed for recipients aged 16 years and
older, and is not appropriate for children under the age of 16 years. The Lansky
scaleis designed for recipients less than 16 years old.

Based on the age of the recipient, choose either the Karnofsky or Lansky Scale.
Record the number associated with the phrase that best indicates the recipient’s
activity status at diagnosis.

A complete scale can be found associated with question 10 of the Baseline and
Transplant Data Form 120, 520, 620.

Was recipient treated for lymphoma prior to a high-dose therapy (conditioning)?
If “yes” continue with question 16.

If “no” continue with question 164.
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Question 16

Question 17

Question 18

Question 19

Question 20
to
Question 39

Question 40

Question 41

Question 42
to
Question 44

Chemotherapy:
If the recipient received chemotherapy, check “yes’ and continue with question 17.

If the recipient did not receive chemotherapy, check “no” and continue with
question 41.

Number of cycles:

Record the number of chemotherapy cycles the recipient received during the first
line of therapy, or check “unknown/not applicable.”

Date started therapy:
Record the date the recipient began the first line of chemotherapy.

Date stopped therapy:
Record the date the recipient ended the first line of chemotherapy.

Treatment:

Check “yes’ or "no” for each chemotherapy treatment listed for the first line of
therapy. Do not leave any responses blank. If the recipient received a treatment not
listed, check “yes” for other and specify the treatment in line 39.

Given for stem cell priming?

Check “yes’ if any of the chemotherapy treatments listed in questions 20 through
38 were administered for stem cell priming.

Radiation therapy:

If the recipient received radiation therapy, check “yes’ and continue with question
42.

If the recipient did not receive radiation therapy, check “no” and continue with
question 47.

Sites:
Check “yes’ or "no” to indicate if the recipient received radiation to the

mediastinum or other site. If the recipient received radiation to a site other than the
mediastinum, specify the site(s) in line 44.
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Question 45

Question 46

Question 47

Question 48

Question 49

Question 50

Question 51

Question 52

Date started therapy:

Record the date the recipient began the first line of radiation therapy.

Date stopped therapy:
Record the date the recipient ended the first line of radiation therapy.

Surgery:

If the recipient received surgery as part of the first line of therapy, check “yes’” and
continue with question 48.

If the recipient did not recelve surgery as part of the first line of therapy, check
“no” and continue with question 49.

Specify site:
Record the site at which the recipient had surgery as part of thefirst line of therapy.

Best response to line of therapy:

Check only one box indicating whether the recipient’ s best response to the first line
of high-dose therapy was “ continuous complete remission,” “complete remission,”
“complete remission undetermined,” “partia response,” “no response/stable
disease,” “progressive disease,” “not evaluable,” or *not tested/unknown.” If the
responseis “not evaluable,” use the “specify” lineto record the reason.

Date response established:

Record the date the best response to the first line of high-dose therapy was
established.

Did patient relapse/progress following this line of therapy?

Indicate “yes’ or “no.”

Date of relapse/progression:

Record the date the recipient relapsed or the disease progressed following the first
line of high-dose therapy.
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Question 53
to
Question 163

Question 164

Question 165

Question 166

Question 167

Question 168

Question 169

Question 170

Question 171

2" 3 and 4™ lines of therapy:

If the recipient received more than 1 line of high-dose therapy, record the
information for each subsequent line of therapy. If the recipient received more than
4 lines of therapy, make a copy of page 4 and continue to record each subsequent
line of therapy.

Did recipient have a splenectomy?

If “yes” continue with question 165; if “no” continue with question 166.

Date:

Record the month and year in which the recipient received a splenectomy.

Was the recipient restaged < 2 months prior to high-dose therapy (conditioning)?

If “yes” continue with question 167; if “no, not completely restaged” continue with
guestion 168.

Stage of disease immediately prior to high-dose therapy (conditioning):

Choose the disease stage from the list provided. If none of the descriptions matches
the disease stage, choose “other” and record the disease stage in the “ specify” line.

Evidence of disease prior to conditioning:

Check the box corresponding to the disease evidence known less than 2 months
prior to conditioning for transplant.

Did recipient have known nodal involvement immediately prior to conditioning?

If “yes” continue with question 170; if “no” continue with question 171.

Specify sites:

Check “yes,” “no,” or ”unknown” for each site listed. Do not |eave any responses
blank. If the recipient had nodal involvement at a site not listed, check “yes’ for
“other site” and use the “ specify” lineto record the site.

Did recipient have known extranodal involvement immediately prior to
conditioning?

Check “yes,” continue with question 172. If “no” or ”unknown” continue with
question 173.
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Question 172

Question 173

Question 174

Question 175

Question 176

Question 177

Question 178

Question 179

Question 180

Specify sites:

Check “yes,” “no,” or ”unknown” for each site listed. Do not |eave any responses
blank. If the recipient had extranodal involvement at a site not listed, check “yes’
for “other site” and use the “specify” line to record the site.

Did recipient have any massimmediately prior to conditioning?

If “yes” continue with question 174; if “no” continue with question 176.
Size of largest mass (of any kind):

Report the size as measured in centimeters of the largest known mass.
Site:

Report the site where the largest mass was detected.

Was Gallium scan done < 4 weeks prior to conditioning?

If “yes” continue with question 177; if “no” continue with question 179.

Results:

Report whether the Gallium scan results were “negative,” “positive,” or
“indeterminate/equivocal.”

Sites:
Report the sites where the Gallium scan was conducted.

What was sensitivity of lymphomato chemotherapy prior to conditioning?

Report whether the response of the lymphomato the last chemotherapy treatment
given < 6 months prior to transplant was “ sensitive,” “resistant,” “untreated,” “not
evaluable,” or “unknown.”

Remission state immediately prior to conditioning:

Choose the disease remission state from the list provided.
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Form 120, 520, 620 — Insert X
Severe Combined mmunodeficiency (SCIDYS)

Thisform is designed to obtain data on the recipient’ s hematol ogic and immunologic status just
prior to conditioning for transplant.

This form must be completed for all recipients whose primary disease on Form 120, 520, 620
guestion 8 is SCID, Omenn’s Syndrome, Reticular Dysgenesis, Bare Lymphocyte Syndrome or
other SCID. Form 120, 520, 620 is not considered complete until the appropriate disease-specific
insert is submitted to the Registry and is error free.

Form Key Fields:

A. Unrelated Recipient ID: - -

Enter the seven-digit NMDP Unrelated Recipient ID.

B. Recipient Last Name:

Print the recipient’s last namein all capital letters.

C. Unrelated Recipient Local 1D: (optional)

Enter your Transplant Center’slocal 1D for the recipient.

D. Today’'sDate:

Month Day Year
Enter the date on which you are completing this form.

E. TC Code

Enter your Transplant Center’ s three-digit code.

F. Dateof Transplant for which thisform isbeing completed:

Month Day Y ear
Enter the date the transplant occurred. (Date of transplant is the date the stem cell infusion
was started.)
G. Product Type: O Marrow O PBSC O Cord blood

(Form 120) (Form 520) (Form 620)
Check the box that corresponds to the transplant product type.
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Question1  What was the date of diagnosis of SCID?
Enter the date the recipient was diagnosed with SCIDS.

Question2  What was the SCID phenotype?

Indicate the SCID phenotype. If phenotype was “Other,” specify the type.

NOTE:
SCID Phenotype

1. ADA Deficiency — markedly decreased or absent ADA enzyme activity in
red blood cells (if recipient has not been transfused) or white blood cells.
Inheritance of this disorder isalways autosomal recessive.

2. Absence of T cellswith normal B cells—T cell number (in the absence of
mater nal engraftment) is < 100/mm?®. B cellsare Slg+ and normal in
number, e.g., > 200/mm?. This phenotypeis usually inherited as x-linked
recessive.

3. Absence of T and B cells—total absolute lymphocyte count < 500/mm?®.
Recipientswho have very low numbersof T and B cells, but have a greater
proportion of NK cells, should belisted as“ 4. Other, specify: Absent T
and B cellswith NK cells.”

4. Other — specify the phenotype, e.g., Omenn syndrome, reticular dysgenesis,
IL 2 deficiency, etc.

Question 3  What was the inheritance of SCID?

Indicate if the inheritance was “ X-linked,” “ Autosomal recessive’ or “ Unknown.”

NOTE:
Inheritance

1. X-linked: Mother’sfamily history is positive or recipient has been
documented to have a defect of an x-linked gene causing SCID. Almost
always maleswho ar e affected.

2. Autosomal recessive: No preceding family history; aslikely to occur in
females as males.
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Hematologic Findings Pre-Transplant

Question4 WBC:

Enter the white blood cell count (WBC) in 10%/L.
Question5  Lymphocytes:

Enter the percent of lymphocytes.

Question6 T cells(CD3 or equivaent):

Enter the percent of T cells.

Question 7 CD4+ célls:
Enter the percent of helper T cells (CD4+ cells).

Question 8 CD8+ cdlls:

Enter the percent of suppressor T cells (CD8+ cells).

Question9 B cells(Slg+ or equivalent):

Enter the percent of B cells (surface immunoglobulin positive).

Question 10  NK cells (CD16+ or equivalent):
Enter the percent of natural killer (NK) cells.

Question 11  What was the mitogen proliferation response?

Indicate if the response was “absent,” “decreased,” “normal,” or “not tested.”

NOTE:
Mitogen Proliferation

Typically refersto PHA (Phytohemagglutinin) response; could also refer to
Concanavalin A response.
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Question 12

Question 13

Question 14

Question 15

Question 16

Question 17

What was the natural killer cell function?

Indicate if NK cell function was “absent,” “decreased,” “normal,” or “not tested.”

NOTE:
Natural Killer Cell Function
Specific cytolysis (cell death) of NK sensitive target cells (e.g., K562).

1gG:

Indicate if the 1gG level was “absent,” “decreased,” “normal,” “increased,” or “not
tested.”

IgM:

Indicateif the IgM level was “absent,” “decreased,” “normal,” “increased,” or “not
tested.”

IgA:

Indicate if the IgA level was“absent,” “decreased,” “normal,” “increased,” or “not
tested.”

IgE:

Indicate if the IgE level was “absent,” “decreased,” “normal,” “increased,” or “not
tested.”

What was the specific antibody response?

Indicate if the specific antibody response was “ absent,” “ decreased,” *“normal,”
“increased,” or “not tested.”

NOTE:
Specific Antibody Response

Includes any antigen against which therecipient has been adequately
immunized (e.g., > DPT for Diphtheria, Pertussisor Tetanustitres) or
following natural exposure (e.g., CMV).
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Clinical Status of Recipient Pre-Transplant

Question 18 Was maternal engraftment present?

M

Indicate “yes,” “no,” or “unknown (not tested).”

NOTE:
Mater nal Engraftment

Engraftment of the mother’s stem cellsthat were unintentionally transfused
totherecipient either during gestation or delivery. Maternal engraftment
may be deter mined by either HL A typing or discriminating RFL P analyses.

Question 19  Was graft vs. host disease present?

NOTE:

This question only refersto graft versus host disease (GVHD) that was
present prior to transplant. Pre-transplant GVHD isusually caused by
either engraftment of maternal stem cellsor from transfusions with blood
productsthat werenot irradiated.

If “yes,” continue with question 20.

If “no,” continue with question 21.

Question 20 Was GVHD caused by:

Indicate “yes’ or “no” for each cause. Do not |eave any responses blank.

Question 21  Did the recipient have failure to thrive?

Indicate “yes’ or “no.”

NOTE:
Failureto Thrive
Weight < 5th percentilefor age.
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Question 22  Did the recipient have chronic (protracted) diarrhea?

Indicate “yes’ or “no.”

NOTE:
Chronic or Protracted Diarrhea
Diarrhea greater than six weeksin duration.

Question 23  Did the recipient have respiratory impairment?

Indicate “yes’ or “no.”

NOTE:
Respiratory Impairment at the Time of Transplant

Refersto the need for chronic or intermittent support with oxygen (O) or
artificial ventilation, and/or the presence of persistent interstitial, nodular,
or lobar pneumonia on X-ray.
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Form 120, 520, 620 — I nsert XI
Wiskott Aldrich Syndrome (WAS)

Thisform is designated to obtain data on the criteria used to determine the disease diagnosis and
any complications prior to conditioning for transplant.

This form must be completed for all recipients whose primary disease on Form 120, 520, 620

guestion 8 isWAS. Form 120, 520, 620 is not considered compl ete until the appropriate disease-
specific insert is submitted to the Registry and is error free.

Form Key Fields:

A. Unrelated Recipient ID: ) )

Enter the seven-digit NMDP Unrelated Recipient ID.

B. Recipient Last Name:

Print the recipient’s last namein all capital letters.

C. Unrelated Recipient Local 1D: (optional)

Enter your Transplant Center’slocal 1D for the recipient.

D. Today’'sDate:

Month Day Year
Enter the date on which you are completing this form.

E. TC Code:

Enter your Transplant Center’ s three-digit code.

F. Dateof Transplant for which thisform is being completed:

Month Day Year
Enter the date the transplant occurred. (Date of transplant is the date the stem cell infusion
was started.)
G. Product Type: O Marrow O PBSC O Cord blood

(Form 120) (Form 520) (Form 620)
Check the box that corresponds to the transplant product type.
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Question1  What was the date of diagnosis of WAS?
Enter the date the recipient was diagnosed with WAS.

Question 2 What were the WAS defining (diagnostic) criteria?

Indicate “yes,” “no” or “unknown” for each criteria. Do not leave any responses
blank.

NOTE:

X-linked inheritance demonstrated in the family refersto a family history
that ispositivefor WAS.

Question 3  Wasthe diagnosis confirmed by molecular identification of the presence of a
defect in the WAS gene?

Indicate “yes,” “no” or “unknown.”

Clinical Status of Recipient Pre-Transplant

Question 4  Did the patient undergo splenectomy?
If “yes,” continue with question 5.
If “no” or “unknown,” continue with question 6.

Question5  Wasthe platelet count normal immediately pre-transplant?

Indicate “yes,” “no,” or “unknown.”

Question 6  Did B cell lymphoproliferative disorder (BLPD) develop pre-transplant?
If “yes,” continue with question 7.

If “no” or “unknown,” continue with question 8.

NOTE:

If question 6 isanswered “yes,” then Form 120, 520, 620 question 12r
“history of other malignancy” must be answered “yes,” and “BLPD”
specified.
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Question 7  Wasthe BLPD associated with EBV?

Indicate “yes,” “no,” or “unknown.”

Question 8  Did therecipient develop any malignancy (non BLPD) pre-transplant?

Indicate “yes,” “no,” or “unknown.”

NOTE:

If question 8isanswered “yes,” then Form 120, 520, 620 question 12r
“history of other malignancy” must be answered “yes,” and the type of
malignancy specified.

Question 9  Did the recipient develop any autoimmune complications pre-transplant?

Indicate “yes,” “no,” or “unknown.”

NOTE:

If question 9isanswered “yes,” then Form 120, 520, 620 question 12z,
“other co-existing disease” must be answered “yes,” and the autoimmune
complications specified.

Copyright 0 2001 National Marrow Donor Program”. All Rights Reserved.
Page 129 of 357

Manual: Search and Follow-up Forms Instruction manual

Document Title: Form 120, 520, 620 Insert XI|

Document Number: M002_C0012 12/21/2001 Verified: 12/21/2001
Effective Date: 12/21/2001 Approved: 12/21/2001

Replaces: N/A Signatures on fileat NMDP






Instructions for
Form 120, 520, 620 — Insert XI11
L eukodystrophies

NATIONAL MARROW DONOR PROGRAM"

Copyright [0 2001 National Marrow Donor Program. All rights reserved.







Form 120, 520, 620 — Insert X111
L eukodystrophies

Thisform is designed to obtain data on the recipient’s neurological, visual, and auditory status just
prior to conditioning for transplant.

This form must be completed for al recipients whose primary disease reported on Form 120, 520,
or 620 question 8, is globoid cell, metachromatic, or adrenoleukodystrophy. Form 120, 520, or 620
is not considered complete until al required disease-specific inserts have been submitted to the
Registry and are error free.

Form Key Fields:

All datareported in the key field section must be identical to the data reported in the key field
section for the corresponding Form 120, 520, or 620.

A. Unrelated Recipient ID: - -

Enter the seven-digit NMDP Unrelated Recipient ID.

B. Recipient Last Name:

Print the recipient’ s last name using capital |etters.

C. Recipient Local ID (optional):

Enter your Transplant Center’slocal 1D for the recipient.

D. Today’'sDate:

Month, Day . Year
Enter the date on which you are completing this form.

E. TC Code:

Enter your Transplant Center’ s three-digit code.

F. Dateof Transplant for which thisform isbeing completed:

Month Day Y ear
Enter the date the transplant occurred. (Date of transplant is the date the stem cell infusion

was started.)

G. Producttypes. O Marow [ PBSC O Cord blood
(Form 120) (Form 520) (Form 620)

Check the box that corresponds to the transplant product type.
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Question 1

Questions 2
3
4
6

Question 5

Question 7

Question 8

For which type of leukodystrophy was the transplant performed?

Indicate the type of leukodystrophy for which the recipient was transplanted.

If “Globoid Cell Leukodystrophy,” continue with questions 2 and 3.

If “Metachromatic Leukodystrophy,” continue with questions 4 through 6.

If “Adrenoleukodystrophy,” continue with questions 7 through 13.

Report the enzyme activity at the time of the recipient’s diagnosis:

Enter the result and indicate if the enzyme was measured in nanomoles per hour

per milligram protein (nmol/hr/mg protein) or in picomoles per hour per milligram
protein (pmol/hr/mg protein).

NOTE:
If the enzymeresultsfor either therecipient or donor arereported in units
other than thoselisted, attach a copy of thelab report and leave this question
blank on theform. NMDP staff will determineif the lab result can be
converted to nmol/hr/mg protein or pmol/hr/mg protein.

Enter the date the recipient’ s enzyme activity was tested.

Report the urinary sulfatides at diagnosis:

For recipients being transplanted for metachromatic leukodystrophy, report the level
of urinary sulfatides in grams per milliliter (g/mL).

Report the mean fasting plasma very-long-chain fatty acid (VLCFA) C26:0 as
determined at diagnosis:

For recipients being transplanted for adrenoleukodystrophy, enter the plasma level
as measured in micrograms per milliliter (ug/mL).

Was the mean fasting plasma very-long-chain-fatty acid level measured pre-
transplant (within two weeks prior to conditioning for transplant)?

If “yes,” continue with question 9.

If “no” or “unknown” continue with question 10.
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Question 9  Specify:

Report the mean plasmalevel of very-long-chain-fatty acids as measured in
micrograms per milliliter (ug/mL).

Enter the date that the mean fasting plasma very-long-chain-fatty acid level was
measured. This date must be within two weeks prior to the date conditioning for
transplant began.

Question 10 Was treatment given for adrenal insufficiency between diagnosis and transplant?
If “yes,” continue with question 11.

If “no” or “unknown” continue with question 12.

Question 11  Specify:

Indicate if glucocorticoid and mineral ocorticoid were given to treat adrenal
insufficiency.

Question 12 Was treatment given to lower plasma very-long-chain fatty acids at any time prior to
transplant?

If “yes,” continue with question 13.

If “no” or “unknown” continue with question 14.

Question 13  Specify:

For each treatment listed, indicate whether it was given to lower plasma very-long-
chain fatty acids. Do not leave any responses blank.

Clinical Status Pre-Transplant

Question 14 Isthere a history of pre-transplant seizures?

Check “yes’ or “no” to indicate if at any time from birth to time of transplant the
recipient has had seizures.

Question 15 Was cerebrospina fluid (CSF) testing done pre-transplant?
If “yes” continue with questions 16 and 17.

If “no” or “unknown” continue with question 18.
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Question 16

Question 17

Question 18

Question 19

Question 20

Question 21

Report results of most recent tests:

For each test listed, indicate whether the test was performed.

a. If opening pressure testing was performed, report the result in centimeters water
(cm H0).

b. If total protein testing was performed, record the results and indicate whether
the protein was measured in milligrams per deciliter (mg/dL) or in grams per
liter (g/L).

c. If serum albumin testing was performed, record the results and indicate whether
it was measured in milligrams per deciliter (mg/dL) or in grams per liter (g/L).

d. If serum IgG testing was performed, record the results and indicate whether it
was measured in milligrams per deciliter (mg/dL) or in grams per liter (g/L).

Date of most recent test:

Enter the date of the most recent cerebrospinal fluid test performed pre-transplant.

Magnetic Resonance Imaging (MRI) pre-transplant:
If either “normal” or “abnormal” continue with question 19.

If “no” or “unknown” continue with question 20.

Date of most recent report:

NOTE:
If possible, please attach a copy of the MRI report.

Enter the date of the most recent MRI performed pre-transplant.

Magnetic Resonance Spectroscopy pre-transplant:
If either “normal” or “abnormal” continue with question 21.

If “no” or “unknown” continue with question 22.

Date of most recent test prior to transplant:

NOTE:
If possible, please attach a copy of the M agnetic Resonance Spectr oscopy
report.

Enter the date of the most recent Magnetic Resonance Spectroscopy performed pre-
transplant.
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Question 22

Question 23

Question 24

Question 25

Question 26

Question 27

Question 28

Question 29

Were nerve conduction velocities tested pre-transplant?
If “yes,” continue with questions 23 and 24.

If “no” or “unknown” continue with question 25.

Specify nerve conduction velocities:

Enter the result of the median nerve and peroneal nerve velocities in milliseconds
(m/sec).

Date of most recent test prior to transplant:

Enter the date of the most recent nerve conduction velocity test performed pre-
transplant.

Was a Mental Devel opment test done pre-transplant?
If “yes,” continue with questions 26 through 30.

If “no” or “unknown” continue with question 31.

Indicate test instrument; report results of test done closest to transplant; report
score, not percentile:

I ndicate which test instrument was used.

Date of test:

Enter the date of the test done closest to transplant.

Full scale score:

NOTE:
Depending on the test given, the full scale score may bereferred toasa
composite or standard score.

Enter the full scale score. Do not report as a percentile.

Verbal score:

NOTE:
Depending on the test given, the verbal score may bereferred to asa verbal
reasoning or verbal 1.Q. score.

Enter the verbal score. Do not report as a percentile.
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Question 30

Question 31

Question 32

Question 33

Question 34

Question 35

Question 36

Question 37

Performance score:

NOTE:
Depending on the test given, the performance score may bereferred to asthe
motor score.

Enter the performance score. Do not report as a percentile.

Were the Vineland Adaptive Behavior Scales done pre-transplant?
If “yes,” continue with questions 32 and 33.

If “no” or “unknown” continue with question 34.

Score results:

Report the score results for communication skills, daily living skills, and
socidization skills.

Date of test:

Enter the date of the test done closest to transplant.

Was visua acuity tested pre-transplant?
If “yes,” continue with question 35.

If “no” or “unknown” continue with question 38.

Is patient blind?

If “yes,” continue with question 38.

If “no,” continue with questions 36 and 37.

Visual acuity:

Record the recipient’ s visual acuity for both the right and left eyes.

Date of test:

Enter the date of the most recent visual acuity test done pre-transplant.
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Question 38 Was an audiologic evaluation (auditory brain stem or conditioned response) done
pre-transplant?

If “yes,” continue with question 39.

If “no” or “unknown” continue with question 40.

Question 39 Tympanometry results:

Check the box that corresponds to the test results for the right ear and the left ear.

Question 40 Wasthe hearing loss (HL) in decibels (dB) assessed at the speech threshold for 500
hertz (HZ)?

If “yes,” continue with question 41.

If “no” or “unknown” continue with question 42.

Question 41  Speech Threshold results at 500 HZ:

NOTE:
See the Degree of Hearing L oss chart for scaleranges

Check the box that corresponds to the test results for the right ear and the left ear.

Question 42 Wasthe hearing loss (HL) in decibels (dB) assessed at the speech threshold for
2000 hertz (HZ)?

If “yes,” continue with question 43.

Question 43 Speech Threshold results at 2000 HZ:

NOTE:
Seethe Degree of Hearing L oss chart for scaleranges

Check the box that corresponds to the assessment at the speech threshold for the
right ear and the left ear.
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Form 120, 520, 620 — Insert X1V
Mucopolysaccharidoses and Other Storage Diseases

Thisform is designed to obtain data on the recipient’s neurological, visual, and auditory status just
prior to conditioning for transplant.

This form must be completed for al recipients whose primary disease reported on Form 120, 520,
or 620 question 8, is a mucopolysaccharidosis or storage disease. Form 120, 520 or 620 is not
considered complete until all required disease-specific inserts have been submitted to the Registry
and are error free.

Form Key Fields:

All datareported in the key field section must be identical to the data reported in the key field
section for the corresponding Form 120, 520, or 620.

A. Unrelated Recipient NMDP ID: - -

Enter the seven-digit NMDP Unrelated Recipient ID.

B. Recipient Last Name:

Print the recipient’ s last name using capital |etters.

C. Recipient Local ID (optional):

Enter your Transplant Center’slocal 1D for the recipient.

D. Today’'sDate:

Month Day Y ear
Enter the date on which you are completing this form.

E. TC Code

Enter your Transplant Center’ s three-digit code.

F. Dateof Transplant for which thisform isbeing completed:

Month Day Y ear
Enter the date the transplant occurred. (Date of transplant is the date the stem cell infusion

was started.)

G. Producttypes. O Marow [ PBSC O Cord blood
(Form 120) (Form 520) (Form 620)
Check the box that corresponds to the transplant product type.
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Question 1 Which enzyme deficiency was detected at diagnosis?

Indicate which enzyme deficiency was detected at diagnosis.

Question 2 Record the leukocyte enzyme levels at diagnosis:

NOTE:
If the enzymeresultsfor either therecipient or donor arereported in units
other than thoselisted, attach a copy of thelab report and leave this question
blank on the form. NMDP staff will determineif thelab result can be
converted to nmol/hr/mg protein or pmol/hr/mg protein.

2a. Report the recipient’s enzyme level at diagnosis. Indicate whether the enzyme
was reported in nanomoles per hour per milligram protein (nmol/hr/mg protein)
or in picomoles per hour per milligram protein (pmol/hr/mg protein).

2b. Report the donor’ s enzyme level. Indicate whether the enzyme was reported in
nanomoles per hour per milligram protein (nmol/hr/mg protein) or in picomoles
per hour per milligram protein (pmol/hr/mg protein).

Question 3  Was treatment given for the disease between diagnosis and transplant?
If “yes,” continue with question 4.

If “no” or “unknown” continue with question 5.

Question 4 Specify:

For each treatment listed, indicate whether or not it was given. Do not leave any
responses blank.

Clinical Status Pre-Transplant

Question5  Was cerebrospinal fluid (CSF) testing done pre-transplant?
If “yes,” continue with questions 6 and 7.

If “no” or “unknown” continue with question 20.
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Question 6

Question 7

Question 8

Question 9

Question 10

Report results of most recent tests:

For each test listed, indicate whether the test was performed.

a. If opening pressure testing was performed, report the result in centimeters water
(cm H0).

b. If total protein testing was performed, record the results and indicate whether
the protein was measured in milligrams per deciliter (mg/dL) or in grams per
liter (g/L).

c. If serum albumin testing was performed, record the results and indicate whether
it was measured in milligrams per deciliter (mg/dL) or in grams per liter (g/L).

d. If serum IgG testing was performed, record the results and indicate whether it
was measured in milligrams per deciliter (mg/dL) or in grams per liter (g/L).

Date of most recent test:

Enter the date of the most recent cerebrospinal fluid test performed pre-transplant.

Magnetic Resonance Imaging (MRI) of the brain/spine pre-transplant:
If “yes” continue with questions 9 and 10.

If “no” or “unknown” continue with question 11.

Specify location of abnormalities:

NOTE:
If possible, please attach a copy of the MRI report.

a. Indicateif ventricular (hydrocephalus) abnormalities were detected. If
hydrocephalus is not mentioned in the report, you may infer that it was not
present on the MRI.

b. Indicate if odontoid hypoplasia abnormalities were detected. If odontoid (may
also bereferred to as dens or odontoid process) hypoplasia (erosion) is not
mentioned in the report, you cannot infer its absence and must answer the
guestion as “unknown.”

Date of test:

Enter the date of the most recent MRI performed pre-transplant.
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Question 11

Question 12

Question 13

Question 14

Question 15

Question 16

Question 17

Was a Mental Devel opment test done pre-transplant?
If “yes,” continue with questions 12 through 16.

If “no” or “unknown” continue with question 17.

Indicate test instrument; report results of test done closest to transplant; report
score, not percentile:

Indicate which test instrument was used.

Date of test:

Enter the date of the test done closest to transplant.

Full scale score:

NOTE:
Depending on the test given, the full scale score may bereferred toasa
composite or standard score.

Enter the full scale score. Do not